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Abstract 
 
More people are surviving cancer, and for longer. As a result,  ‘cancer 
survivorship ? is a key policy and research issue. However, there is a lack of 
research looking at experiences of long-term cancer survivorship. This 
exploratory study aimed to describe the cancer experience of individuals 
living five years or more post-treatment. Moving beyond description, it also 
sought to investigate the utility of existing frameworks for developing our 
understanding of the cancer experience. 
 
A multiple-case study design was adopted. A narrative interview and semi-
structured follow-up interview were held with thirteen participants who were 
five years or more post-treatment. Interviews were also held with their 
 ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? ?ŶĂůǇƐŝƐƚŽŽŬa holistic-content approach, underpinned by 
the three-dimensional narrative inquiry space. dŚĞ  ‘ƌĞƐƚŽƌǇŝŶŐ ? ŽĨ ŝŶĚŝǀŝĚƵĂů
narratives was followed by a cross-case analysis to explore similarities and 
differences across cases, to describe the experience of long-term survivorship 
at the aggregate level. The study went on to explore the utility of liminality as 
a framework for understanding experiences of long-term survivorship. Little 
et al.  ? ? ? ? ? ? ŝĚĞŶƚŝĨŝĞĚ  ‘ĞůĞŵĞŶƚƐ ? ŽĨ ƚŚĞ ůŝŵŝŶĂů ĞǆƉĞƌŝĞŶĐĞ P  ‘ĐĂŶĐĞƌ
ƉĂƚŝĞŶƚŶĞƐƐ ? ?  ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ?ĂŶĚ ‘ďŽƵŶĚĞĚŶĞƐƐ ? ?dŚĞǇĂůƐŽĂƌŐƵĞ
that individuals livĞ ŝŶ Ă ƐƚĂƚĞ ŽĨ  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ ƚŚĂƚƉĞƌƐŝƐƚƐƵŶƚŝů ƚŚĞ
end-of-life. Whilst a small body of research supports this assertion, it has been 
suggested some individuals ŵĂǇ ‘ƚƌĂŶƐĐĞŶĚ ?ƚŚĞůŝŵŝŶĂůƉŚĂƐĞ ?>ŝŵŝƚĂƚŝŽŶƐƚŽ
existing research suggested a need to explore these assertions further with 
those living long-term after a cancer diagnosis.  
 
Individuals diagnosed with breast, gynaecological, prostate, testicular and 
colorectal cancer, five to sixteen years post-treatment, took part in the study. 
Cancer has left a legacy of benefits and losses. In particular, a legacy of 
lingering uncertainty is evident across cases. The most common manifestation 
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is fear of recurrence. A typology of the place of cancer was developed. At the 
time of interview, cancer was situated in the past, past-present or present-
future for participants. However, the place of cancer is not static. It oscillates 
between the past, present and future, and foreground and background of 
ƉĂƌƚŝĐŝƉĂŶƚƐ ? ůŝǀĞƐĂƐĂ ƌĞƐƵůƚŽĨƚŚĞ ůŝŶŐĞƌŝŶŐƵŶĐĞƌƚĂŝŶƚǇĂŶĚǀĂƌŝŽƵƐ  ‘reality 
ĐŚĞĐŬƐ ? experienced. 
 
DŽƐƚ ? ďƵƚ ŶŽƚ Ăůů ? ƉĂƌƚŝĐŝƉĂŶƚƐ ůŝǀĞ ŝŶ Ă ƐƚĂƚĞ ŽĨ  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ ?
Perceiving the five-ǇĞĂƌƐƵƌǀŝǀĂůŵĂƌŬĞƌĂƐĂ ‘milestone ?ŝƐŬĞǇƚŽƚƌĂŶƐŝƚŝŽŶŝŶŐ
out of the liminal state. Some participants have put cancer (the disease) in the 
past, but consequences of treatment that affect physical functioning result in 
them living in an on-going state of liminality - on the threshold between 
 ‘ƐŝĐŬŶĞƐƐ ? ĂŶĚ  ‘ǁĞůůŶĞƐƐ ? ? KƚŚĞƌƐ ƉĞƌĐĞŝǀĞ ƚŚĞǇ ĂƌĞ ůŝǀŝŶŐ ǁŝƚŚ ĐĂŶĐĞƌ within 
them, and therefore experience liminality existentially. A sense of 
 ‘ďŽƵŶĚĞĚŶĞƐƐ ? ŝƐƉĂƌƚŝĐƵůĂƌůǇĞǀŝĚĞŶƚ ŝŶƚŚĞƐĞŶĂƌƌĂƚŝǀĞƐ ?ĂƐĂƌĞƐƵůƚŽĨ ůŝŵŝƚƐ
imposed on social functioning and not feeling free of cancer. However, whilst 
liminality is often construed negatively, it can be a catalyst for positive change 
to self, outlook on life and relationships. Exploring intrapersonal, 
interpersonal and societal factors helped unpick why some individuals appear 
to successfully move beyond cancer, whilst others struggle to do so.  
 
This thesis makes several contributions to new knowledge. It presents a 
narrative understanding of the experience of those living long-term after a 
cancer diagnosis, complimentinŐƚŚĞ ‘ĚŝƐƚƌĞƐƐ ?ĨŽĐƵƐŽĨŵƵĐŚƉƐǇĐŚŽ-oncology 
research. With little UK-based research on the experience of those living five 
years or more post-treatment, this exploratory study lays the foundations for 
further exploration of the illness experience in this population. It also makes a 
theoretical contribution as research had not previously explored liminality and 
the experience of those specifically five years or more post-treatment. 
Implications for practice are positioned within the context of new models of 
 ‘ĂĨƚĞƌĐĂƌĞ ? being implemented. Holistic needs assessments at key transition 
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points along the survivorship trajectory are crucial to providing tailored care 
within the context of ŝŶĚŝǀŝĚƵĂůƐ ?wider lives.  
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A note on terminology 
 
 
Long-term cancer survivors 
 
dŚĞ ƚĞƌŵ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ŝƐ Ă ĐŽŶƚĞƐƚĞĚ ŽŶĞ ? ĂƐ ǁŝůů ďĞ ŚŝŐŚůŝŐŚƚĞĚ ŝŶ ƚŚŝƐ
thesis. I use the terms  ‘ƉĂƌƚŝĐŝƉĂŶƚƐ ? ?  ‘individuals living long-term after a 
ĐĂŶĐĞƌ ĚŝĂŐŶŽƐŝƐ ?and  ‘ƚŚŽƐĞ ĨŝǀĞ ǇĞĂƌƐ Žƌ ŵŽƌĞ ƉŽƐƚ-ƚƌĞĂƚŵĞŶƚ ? rather than 
 ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐ ? when referring to the individuals who participated in this 
study.  
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Chapter 1. Background, Research Aims and Thesis Structure 
 
Study background and rationale  
 
Cancer survival 
 
Improved screening, and thus earlier detection, and the development of more 
effective treatments, have led to an increase in the number of people 
surviving cancer. The Lance Armstrong Foundation reports that there are now 
twenty-eight million cancer survivors worldwide
1
. In the USA, there are an 
estimated 13.7 million cancer survivors
2
 (American-Cancer-Society 2012). This 
is in contrast to just three million survivors in 1971
3
. Sixty-four percent of 
survivors in the USA were diagnosed over five years ago, and 15% were 
diagnosed over twenty years ago (American-Cancer-Society 2012). There are 
approximately two million cancer survivors in the UK. Of these, 1.24 million 
(62%) were diagnosed more than five years ago (Maddams et al. 2009). The 
number of survivors is increasing by approximately 3% per year. Therefore, it 
is predicted that, by 2030, there will be over four million cancer survivors in 
the UK (Maddams et al. 2009). 
 
Cancer survivorship as a health policy issue 
 
With more people surviving cancer, and for longer,  ‘cancer survivorship ? is a 
key health policy issue, as demonstrated by the establishment of government 
departments and initiatives with a survivorship remit. The Office of Cancer 
                                                        
1
 http://www.livestrong.org/pdfs/3-0/LS-TherapeuticBrief-FINAL [Accessed January 12th 
2012]. 
2
 Americans alive with a history of cancer on January 1
st
 2012. 
3
 http://www.cancer.org/Cancer/news/News/numberofuscancersurvivorsgrowing [Accessed 
April 7th 2011]. 
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Survivorship was established in 1996 to improve not just the length but also 
the quality of cancer survival in the USA. /ƚƐŐŽĂůŝƐ ‘ƚŽĨŽĐƵƐŽŶƚŚĞŚĞĂůƚŚĂŶĚ
life of a person with a history of cancer beyond the acute diagnosis and 
ƚƌĞĂƚŵĞŶƚ ƉŚĂƐĞ ?(Aziz 2007).  Subsequently, the US Institute of Medicine 
published a report in 2005 - From Cancer Patient to Cancer Survivor  W Lost in 
Transition - which highlights the importance of the transition from active 
treatment to life post-treatment for the long-term health of cancer survivors 
(Hewitt et al. 2005).  
 
In 2007, the Department of Health in England launched the Cancer Reform 
Strategy, which set a clear direction for cancer services (Department-of-
Health 2007) ? dŚĞ ^ƚƌĂƚĞŐǇ ŝŶĐůƵĚĞƐ Ă ĐŚĂƉƚĞƌ ŽŶ  ‘>ŝǀŝŶŐ ǁŝƚŚ ĂŶĚ ďĞǇŽŶĚ
ĐĂŶĐĞƌ ? ? ǁŚŝĐŚ ŚŝŐŚůŝŐŚƚƐ ƚŚĞ ŝŵƉŽƌƚĂŶĐĞ ŽĨ ŝĚĞŶƚŝĨǇŶŐ ƚŚĞ ŝŶĨŽƌŵĂƚŝŽŶ ?
support and service needs of cancer survivors, and how to meet them. To 
support the survivorship agenda in England, the National Cancer Survivorship 
Initiative (NCSI) was established in 2008. Similar to the goal of the Office of 
Cancer Survivorship, the aim of the NCSI is to ensure people affected by 
cancer receive the care and support they need to lead healthy and active 
lives, for as long as possible (Department-of-Health 2010). Therefore, 
alongside improving survival rates, the global focus of survivorship initiatives 
is clearly on promoting health and wellbeing after a cancer diagnosis.  
 
Cancer survivorship research 
 
The volume of cancer survivorship research has grown substantially over the 
last thirty years (Harrop et al. 2011) ? dŚĞ E^/ ?Ɛ ZĞƐĞĂƌĐŚ ǁŽƌŬƐƚƌĞĂŵ
published its research priorities in 2010, based on a consultation exercise with 
researchers, survivors and statutory and voluntary organisations (Armes et al. 
2009b), and an evidence review of health and wellbeing issues, and 
interventions addressing them (Richardson et al. 2009). The evidence review 
ŝĚĞŶƚŝĨŝĞĚƐƵďƐƚĂŶƚŝĂůƌĞƐĞĂƌĐŚĚĞƐĐƌŝďŝŶŐ ‘ƉƌŽďůĞŵƐ ?ĞǆƉĞƌŝĞŶĐĞĚďǇƐƵƌǀŝǀŽƌƐ
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in the period following treatment. However, they found a lack of research 
addressing longer-term problems and solutions to them (Richardson et al. 
2009, Richardson et al. 2011). Therefore, priority areas for survivorship 
research in the UK were highlighted as: identifying those at risk of ongoing 
problems post-treatment, exploring the psychological and social impact of 
cancer and investigating the ongoing physical symptoms of cancer, 
experienced as a result of treatment (Richardson et al. 2011). These priorities 
are echoed in a review of survivorship research projects in the USA, which 
concluded that research is needed in the area of late and long-term effects of 
cancer (Harrop et al. 2011). Those surviving cancer for longer are at greater 
risk of developing late and long-term effects of cancer and its treatment 
(Harrop et al. 2011). Therefore, as the number of long-term survivors 
ŝŶĐƌĞĂƐĞƐ ?  ‘ŝƚ ŝƐĐƌƵĐŝĂů ƚŚĂƚ ŝŶǀĞƐƚŝŐĂƚŽƌƐŵĂŬĞĂĐŽŵŵŝƚŵĞŶt to understand 
ƚŚĞƵŶŝƋƵĞŶĞĞĚƐ ?ŽĨƚŚŝƐƉŽƉƵůĂƚŝŽŶ ?ǌŝǌ ? ? ? ? ? P ?   ? 
 
Summary 
 
It is clear that understanding and supporting the needs of the growing 
number of people surviving a cancer diagnosis is a pertinent policy and 
research issue. In particular, as more people survive cancer, and for longer, it 
is important to further our understanding of the experience of living long-
term after diagnosis. This can be achieved, in part, by giving individuals the 
opportunity to articulate their experiences of life during the long-term 
survivorship phase of the cancer trajectory. However, wŚŝůƐƚ  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ?
rhetoric is now firmly embedded within English health policy, tŚĞƚĞƌŵ ‘ĐĂŶĐĞƌ
ƐƵƌǀŝǀŽƌ ?is increasingly contested and has led some to question whether it 
actually resonates with those to whom it refers. It is argued that the 
terminology requires clarification, not just in terms of defining who and when 
ƐŽŵĞŽŶĞ ŝƐ Ă  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ? ďƵƚ ŚŽǁ ĂŶĚ ďǇ ǁŚŽŵthe terminology is 
appropriated. These issues will be discussed at length in this thesis. 
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Research aim and objectives 
 
This study aimed to describe, and further our understanding of, the experience 
of long-ƚĞƌŵ ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐŚŝƉ  ?A? ? ǇĞĂƌƐ post-treatment). Moving beyond 
description, the study also sought to explore the applicability and utility of 
liminality (Little et al. 1998) as a framework for understanding the experience 
of long-term cancer survivorship. 
 
The study aimed to meet the following objectives: 
 
1. Describe the experience of long-term cancer survivorship 
a. ǆƉůŽƌĞŚŽǁƚŚĞĐŽŶĐĞƉƚŽĨ ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ?ŚĂƐďĞĞŶĐŽŶƐƚƌƵĐƚĞĚ
ŝŶ ƌĞůĂƚŝŽŶ ƚŽ ĐĂŶĐĞƌ ? ĂŶĚ ǁŚĂƚ  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ŵĞĂŶƐ ƚŽ ƚŚŽƐĞ
who are living five years or more post-treatment 
b. Explore the impact of cancer on daily living, self, outlook on life 
and relationships (the illness experience) 
 
2. Explore the utility of liminality as a framework for understanding the 
experience of long-term cancer survivorship 
a. ŽĞƐƚŚĞƐƚĂƚĞŽĨ ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇ(Little et al. 1998) reflect 
the long-term cancer survivorship experience?  
b. Do participants experience Little et al. ?Ɛ ? ? ? ? ? ? ‘ĞůĞŵĞŶƚƐ ?ŽĨ P 
i.  ‘ĂŶĐĞƌƉĂƚŝĞŶƚŶĞƐƐ ?
ii.  ‘ŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ?
iii.  ‘ŽƵŶĚĞĚŶĞƐƐ ?
 
3. If participants live ŝŶĂƐƚĂƚĞŽĨ  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ, explore possible 
reasons for this. What differentiates those who live in a state of 
 ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇ from those who do not? 
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Structure of the thesis  
 
Chapters 2 to 4 review pertinent literature on experiences of long-term 
cancer survivorship. The literature review is split into three parts. The term 
 ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ŝƐƵďŝƋƵŝƚŽƵƐƚŽĚĂǇ ?ďƵƚƉŽŽƌůǇĚĞĨŝŶ Ě ?ƐƐƵĐŚ ?ƚŚĞĨŝƌƐƚƉĂƌƚ
of the review (Chapter 2) aims to critically explore ƚŚĞ ĐŽŶĐĞƉƚ ŽĨ  ‘ĐĂŶĐĞƌ
ƐƵƌǀŝǀŽƌƐŚŝƉ ? ĂŶĚ ĚĞǀĞůŽƉ Ă ǁŽƌŬŝŶŐ ĚĞĨŝŶŝƚŝŽŶ ĨŽƌ ƚŚĞ ƐƚƵĚǇ ? WĂƌƚ  ? ŽĨ ƚŚĞ
ƌĞǀŝĞǁ  ?ŚĂƉƚĞƌ  ? ? ƐĞĞŬƐ ƚŽ ũƵƐƚŝĨǇ ƚŚĞ ƐƚƵĚǇ ?Ɛ ĨŽĐƵƐ ŽŶ ůŽŶŐ-term cancer 
survivorship and critically synthesises existing research on the subjective 
experience during this phase of survivorship. In particular, the review explores 
the meaning of cancer and the impact of the disease on identity and 
relationships. Finally, part 3 (Chapter 4) draws together research that has 
utilised the concept of liminality to explore the cancer experience, the aim of 
which was to explore the utility of liminality for understanding experiences of 
long-term survivorship. 
 
Chapter 5 outlines the methods used in the study. I discuss the philosophical 
underpinnings of the study, data collection and analytical procedures, and 
issues pertaining to the quality of qualitative research. The chapter draws on 
both the methodological literature and my personal reflections on the 
development of the study.  
 
I present the findings in Chapters 6 to 9. Chapter 6 highlights participant 
characteristics and provides further detail on the conduct of the interviews. 
ŚĂƉƚĞƌ  ? ƉƌĞƐĞŶƚƐ ƚŚĞ ŝŶĚŝǀŝĚƵĂů  ‘ƌĞƐƚŽƌŝĞĚ ? ĂĐĐŽƵŶƚƐ ŽĨ ƉĂƌƚŝĐŝƉĂŶƚƐ ?
experiences of living during the long-term survivorship phase. The case 
studies are structured according to broad themes identified in the narratives. 
Chapter 8 goes on to present Ă ƚŚĞŵĂƚŝĐ ĂŶĂůǇƐŝƐ ŽĨ ƚŚĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌ ?
accounts, exploring their perceptions of who the person diagnosed with 
cancer is today and what impact, if any, they feel cancer has had on their 
ůŽǀĞĚŽŶĞ ?ƐƐĞŶƐĞŽĨƐĞůĨĂŶĚƌĞůĂƚŝŽŶƐŚŝƉƐǁŝƚŚƚŚŽƐĞĐůŽƐĞƚŽƚŚĞŵ ? 
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Findings from a cross-case analysis are presented in Chapter 9, the aim of 
which is to present a series of overarching themes to describe the experience 
of long-term survivorship at the aggregate level. Individual-case findings are 
ŵĞƌŐĞĚ ƚŚƌŽƵŐŚ Ă ƉƌŽĐĞƐƐ ŽĨ ƐĞĂƌĐŚŝŶŐ ĨŽƌ ƉĂƚƚĞƌŶƐ ŝŶ ƚŚĞ  ‘ƌĞƐƚŽƌŝĞĚ ?
accounts. The accounts of those diagnosed with cancer aŶĚ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?
are also compared and contrasted in Chapter 9. The analysis highlights 
instances where accounts shared by those diagnosed and their loved ones 
differ and explores what the implications of these contrasting accounts of the 
cancer experience might be. I go on to discuss the findings in relation to 
ĞǆŝƐƚŝŶŐ ůŝƚĞƌĂƚƵƌĞ ? ŚŝŐŚůŝŐŚƚŝŶŐ ƚŚĞ ƐƚƵĚǇ ?Ɛ ĐŽŶƚƌŝďƵƚŝŽŶ ƚŽ ĨƵƌƚŚĞƌŝŶŐ ŽƵƌ
understanding of the cancer experience.  
 
In Chapter 10, the discussion moves on to explore the applicability of 
liminality as framework for understanding the experience of those living long-
term after a cancer diagnosis. / ĚƌĂǁ ŽŶ ƚŚĞ ƐƚƵĚǇ ?Ɛ ĨŝŶĚŝŶŐƐ ƚŽ ŵĂŬĞ
suggestions for theoretical development. In an attempt to persuade readers 
of the trustworthiness of my research, this chapter also includes a reflexively-
based evaluation of quality of the research and reflections oŶ ƚŚĞ ƐƚƵĚǇ ?Ɛ
strengths and limitations.  
 
The final chapter, Conclusions (Chapter 11), draws together research, policy 
and practice to highlight the implications of the findings, and avenues for 
future research. Implications for practice have been positioned within the 
context of changes to follow-up care that are currently being implemented in 
ŶŐůĂŶĚ ? / ŚŝŐŚůŝŐŚƚ ƚŚĞ ŝŵƉůŝĐĂƚŝŽŶƐ ŽĨ ŶĞǁ ŵŽĚĞůƐ ŽĨ  ‘ĂĨƚĞƌĐĂƌĞ ? ĨŽƌ ƚŚŽƐĞ
living in the long-term phase of the survivorship trajectory. Theoretical and 
societal implications are also considered.  
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Chapter 2. Literature Review: Part 1 - Defining cancer survivorship 
 
Introduction 
 
dŽĚĂǇ ? ƚŚĞ ƚĞƌŵƐ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ĂŶĚ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐŚŝƉ ? ůŝƚƚĞƌ ŽŶĐŽůŽŐǇ
ƉƵďůŝĐĂƚŝŽŶƐ ?ƉŽůŝĐǇŝŶŝƚŝĂƚŝǀĞƐĂŶĚĐĂŶĐĞƌĂĚǀŽĐĂĐǇĂŶĚƐƵƉƉŽƌƚŽƌŐĂŶŝƐĂƚŝŽŶƐ ?
ǁĞďƐŝƚĞƐ ? <ĂŝƐĞƌ  ? ? ? ? ? P  ? ? ? ĚĞƐĐƌŝďĞƐ ƚŚĞ ƚĞƌŵ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ĂƐ
 ‘ƵďŝƋƵŝƚŽƵƐ ? ?ǁŝƚŚƚŚŽƐĞůŝǀŝŶŐ after a diagnosis of cancer often referred to as 
 ‘ƐƵƌǀŝǀŽƌƐ ? ? ,ŽǁĞǀĞƌ ? ŝƚ ŝƐ ĂƌŐƵĞĚ ƚŚĂƚ ƚŚĞ ƚĞƌŵŝŶŽůŽŐǇ ƌĞƋƵŝƌĞƐ ĐůĂƌŝĨŝĐĂƚŝŽŶ ?
ŶŽƚũƵƐƚŝŶƚĞƌŵƐŽĨĚĞĨŝŶŝŶŐǁŚŽĂŶĚǁŚĞŶƐŽŵĞŽŶĞŝƐĂ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?ďƵƚ
how and by whom the terminology is appropriated. Part 1 of this review 
ĚŝƐĐƵƐƐĞƐ ƚŚĞ ĐŽŶĐĞƉƚ ŽĨ  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ŵŽƌĞ ďƌŽĂĚůǇ ĂŶĚ what is it about 
ĐĂŶĐĞƌƚŚĂƚĂƚƚƌĂĐƚƐƚŚĞůĂďĞů ‘ƐƵƌǀŝǀŽƌ ?. I outline the historical development of 
ƚŚĞƚĞƌŵƐ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ĂŶĚ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ?ĂŶĚ how the relevance of 
the terminology has changed over time. I also touch on the key debates 
surrounding the contested nature of the terminology, including whether being 
ůĂďĞůůĞĚ Ă  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ĂĐƚƵĂůůǇ ƌĞƐŽŶĂƚĞƐ ǁŝƚŚ ƚŚŽƐĞ ƚŽ ǁŚŽŵ ŝƚ ƌĞĨĞƌƐ. 
The chapter concludes with working definitions of a  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ĂŶĚ
 ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ?ƚŽďĞƵƐĞĚŝŶƚŚĞƐƚƵĚǇ ? 
  
Literature search 
 
Search strategy 
 
Electronic searches of PsycInfo, ASSIA, Web of Science, The Cochrane Library, 
CINAHL, Medline, British Nursing Index and British Library online databases 
were conducted in November 2009, and subsequently updated in April 2013. 
Search terms were: cancer survivorship; cancer survivor*, living with cancer 
OR remission AND defin*; cancer survivor* AND concept*; survivor* research; 
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long-term AND cancer survivor*. Databases were searched for literature in 
the English language, from 1985 onwards. The decision to select works from 
 ? ? ? ? ǁĂƐ ďĂƐĞĚ ŽŶ ƚŚĞ ƉƵďůŝĐĂƚŝŽŶ ŽĨ DƵůůĂŶ ?Ɛ ƐĞŵŝŶĂů ǁŽƌŬ ŝŶ ƚŚŝƐ ǇĞĂƌ ?
DƵůůĂŶ  ? ? ? ? ? ? ǁĂƐ ŽŶĞ ŽĨ ƚŚĞ ĨŝƌƐƚ ƚŽ ĐŽŝŶ ƚŚĞ ƚĞƌŵ ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ?
Subsequent works have built on, or critiqued, his definition. In addition, lists 
of references from relevant papers were searched to identify articles that may 
have been missed during the searches. Alerts were also set up with selected 
journals to inform me when new survivorship research was published.  
 
Inclusion and exclusion criteria 
 
Literature was included in this section of the review if it: 
 
x Focused specifically on defining the concept of cancer survivorship, 
cancer survivors or long-term cancer survivors 
x Included a discussion of the history of cancer survivorship 
x Focused on cancer survivorship research challenges and opportunities 
x Focused on cancer survivorship issues, such as consequences of 
treatment, supportive care, etc. but included discussion of the 
definition of survivor(ship) and/or difficulties conceptualising the term 
 
Literature was excluded if it:  
 
x Focused solely on childhood/adolescent cancer survivors, as this study 
focused on survivors diagnosed in adulthood.  However, articles were 
included if they discussed survivorship issues experienced by both 
childhood/adolescent and adult cancer survivors 
x ŝĚŶŽƚƉƌŽǀŝĚĞĂĚĞĨŝŶŝƚŝŽŶŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?Žƌ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ?
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dŽ ƉƌŽǀŝĚĞ Ă ĐŽŵƉƌĞŚĞŶƐŝǀĞ ŽǀĞƌǀŝĞǁ ŽĨ  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ? ĂĚĚŝƚŝŽŶĂů ůŝƚĞƌĂƚƵƌĞ
ǁĂƐ ŝŶĐůƵĚĞĚ ƚŚĂƚ ĚŝƐĐƵƐƐĞĚ  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ŵŽƌĞ ďƌŽĂĚůǇ ? ĨŽƌ ĞǆĂŵƉůĞ ?
surviving natural or man-made disasters and holocausts, and surviving illness.  
 
dŚĞĐŽŶĐĞƉƚŽĨ ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
Surviving life-threatening events 
 
dŚĞ ƐŽĐŝĂů ĂŶĚ ďĞŚĂǀŝŽƵƌĂů ƐĐŝĞŶĐĞƐ ŚĂǀĞ ďĞĞŶ ƐƚƵĚǇŝŶŐ  ‘ĚŝƐĂƐƚĞƌƐ ? ƐŝŶĐĞ
World War II, exploring the individual and collective impact of man-made 
disasters such as the atomic bomb and Holocaust. Sociologists have also 
ĞǆƉůŽƌĞĚ ƚŚĞ ŝŵƉĂĐƚ ŽĨ ŶĂƚƵƌĂů ĚŝƐĂƐƚĞƌƐ ? ŝŶĐůƵĚŝŶŐ ƌŝŬƐŽŶ ?Ɛ  ? ? ? ? ? ? ƐĞŵŝŶĂů
research on the Buffalo Creek flood. Lifton (1980) explored the concept of 
survivorship with respect to four holocausts
4
: Hiroshima, Nazi concentration 
camps, the Vietnam War and the Buffalo Creek flood. Lifton described a 
ƐƵƌǀŝǀŽƌĂƐ ‘ŽŶĞǁŚŽŚĂƐĞŶĐŽƵŶƚĞƌĞĚ ?ďĞĞŶĞǆƉŽƐĞĚƚŽ ?ŽƌǁŝƚŶĞƐƐĞĚĚĞĂƚŚ ?
and has himself or herself rĞŵĂŝŶĞĚ ĂůŝǀĞ ?  ? ? ? ? ? P  ? ? ? ? ĂŶĚ ŽƵƚůŝŶĞĚ ĨŝǀĞ
themes evident in surviving a life-threatening experience (Figure 2.1). 
 
>ŝĨƚŽŶĐŽŶĐůƵĚĞĚƚŚĂƚ  ‘ƐƵƌǀŝǀŽƌƐ ƌĞƋƵŝƌĞĞǆƉƌĞƐƐŝŽŶƐŽĨŐƌŝĞĨĂŶĚŵŽƵƌŶŝŶŐ ŝĨ
they are to begin to derive from their experience its potential for some form 
on illumination. Unresolved, incomplete mourning results in stasis and 
ĞŶƚƌĂƉŵĞŶƚŝŶƚŚĞƚƌĂƵŵĂƚŝĐƉƌŽĐĞƐƐ ? ? ? ? ? ? P ? ? ? ? ?
 
 
 
 
 
                                                        
4
 The Holocaust (the Nazi genocide of Jews) and holocausts (meaning total disaster). 
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Figure 2.1: Themes evident in surviving a life-threatening experience 
 ‘ĞĂƚŚŝŵƉƌŝŶƚ ? W ƚŚĞ ‘ŝŶĚĞůŝďůĞŝŵĂŐĞƐ ?ŽĨƚŚĞĞǆƉĞƌŝĞŶĐĞ ? ? ? ? ? P ? ? ?-118).  
 ‘ĞĂƚŚ ŐƵŝůƚ ?  W questioning why they survived whilst others did not. Lifton distinguishes 
ďĞƚǁĞĞŶ ‘ĂŶŝŵĂƚŝŶŐ ?ĂŶĚ ‘ƐƚĂƚŝĐ ?ŐƵŝůƚƉĂƚƚĞƌŶƐ ?ŶŝŵĂƚŝŶŐŐƵůƚŝŶǀŽůǀĞƐĚƌĂǁŝŶŐŝŶƐŝŐŚƚĨƌŽŵ
the experience, which can lead to positive change, whilst static guilt involves an inability to 
confront the experience, which prevents change or acceptance. 
 ‘WƐǇĐŚŝĐŶƵŵďŝŶŐ ? W  ‘ĂĚŝŵŝŶŝƐŚĞĚĐĂƉĂĐŝƚǇ ƚŽ ĨĞĞů ?  ? ? ? ? ? P  ? ? ? ? ? /ŶŝƚŝĂůůǇ ? ƚŚŝƐ ŝƐŶĞĐĞƐƐĂƌǇƚŽ
protect from being overwhelmed by the experience. However, if the numbing persists, it can 
lead to apathy, depression and withdrawal.  
 ‘^ƵƐƉŝĐŝŽŶ ŽĨ ĐŽƵŶƚĞƌĨĞŝƚ ŶƵƌƚƵƌĂŶĐĞ ?  W relates to a desire to regain independence and 
ĂƵƚŽŶŽŵǇ ?>ŝĨƚŽŶƐƵŐŐĞƐƚƐ  ‘ƚŚĞƐƵƌǀŝǀŽƌ ĨĞĞůs the effects of his or her ordeal but frequently 
ƌĞƐĞŶƚƐŚĞůƉŽĨĨĞƌĞĚďĞĐĂƵƐĞŝƚŝƐƉĞƌĐĞŝǀĞĚĂƐĂƐŝŐŶŽĨǁĞĂŬŶĞƐƐ ? ? ? ? ? ? P ? ? ? ? ?
 ‘^ƚƌƵŐŐůĞ ĨŽƌŵĞĂŶŝŶŐ ? W ƐƵƌǀŝǀŽƌƐ  ‘ƐĞĞŬ ƐŽŵĞƚŚŝŶŐďĞǇŽŶĚĞĐŽŶŽŵŝĐŽƌ ƐŽĐŝĂů ƌĞƐƚŝƚƵƚŝŽŶ  W 
something closer to acknowledgement of crimes committed against them and punishment of 
those responsible  W in order to re-ĞƐƚĂďůŝƐŚĂƚůĞĂƐƚƚŚĞƐĞŵďůĂŶĐĞŽĨĂŵŽƌĂůƵŶŝǀĞƌƐĞ ? ? ? ?   P
123). E.g. Hiroshima survivors joining peace groups to protest again nuclear warfare. 
(Source: Lifton (1980)) 
 
Surviving illness 
 
Dow argues that, as a concept, survival has only recently been applied to 
illness. Survivors of extreme situations such as natural disasters are perceived 
ĂƐ ‘ĞǆƚƌĂŽƌĚŝŶĂƌǇĂŶĚŚĞƌŽŝĐ ?ǁŚĞƌĞĂƐƚŚŽƐĞƚŚĂƚƐƵƌǀŝǀĞ ŝůůŶĞƐƐĚŽƐŽ  ‘ŝŶƚŚe 
ĐŽŶƚĞǆƚ ŽĨ ĞǀĞƌǇĚĂǇ ůŝĨĞ ?  ? ? ? ? ? P  ? ? ? ? ? Žǁ  ? ? ? ? ? ? ŚŝŐŚůŝŐŚƚĞĚ ƚŚĞ ǁŽƌŬ ŽĨ
Smith (1979) who conducted interviews with patients with acute medical-
surgical, psychiatric and alcohol-related conditions, who had a good 
prognosis, asking them to describe their experience of recovery. Smith 
asserted that people who have recovered from serious illnesses can be called 
 ‘ƐƵƌǀŝǀŽƌƐ ?(Smith 1979) ?^ŚĞĚĞĨŝŶĞĚƐĞƌŝŽƵƐ ŝůůŶĞƐƐ  ‘ĂƐĂŶ ŝůůŶĞƐƐƚŚĂƚŚĞůĚĂ
ƌĞĂůŝƐƚŝĐƚŚƌĞĂƚƚŽƉŚǇƐŝĐĂůŽƌƉƐǇĐŚŽůŽŐŝĐĂůŚĞĂůƚŚ ? ? ? ? ? ? P ? ? ? ? ?ƐƐƵĐŚ ?^ŵŝƚŚ
offers a different perspective to Lifton (1980), who described survivors as 
those having faced mortality. Indeed, Smith found that comparing survivors of 
serious illness to survivors of natural disasters, war, etc. highlighted several 
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ĚŝĨĨĞƌĞŶĐĞƐ ? >ĂƌŐĞ ŐƌŽƵƉƐ ĂƌĞ ĂĨĨĞĐƚĞĚ ďǇ ĨůŽŽĚ Žƌ ǁĂƌ ? ƚŚƵƐ ŝƚ ŝƐ Ă  ‘ƐŚĂƌĞĚ
ĐĂƚĂƐƚƌŽƉŚĞ ?  ? ? ? ? ? P  ? ? ? ? ? ƋƵĂůůǇ ? ƚŚĞƐĞ ĞǀĞŶƚƐ ĂƌĞ ƉĞƌĐĞŝǀ Ě as 
 ‘ĞǆƚƌĂŽƌĚŝŶĂƌǇ ? ? ǁŚĞƌĞĂƐ ƐƵƌǀŝǀŝŶŐ ŝůůŶĞƐƐ ŝƐ ŵŽƌĞ ĐŽŵŵŽŶ ĂŶĚ ?  ‘ĂůƚŚŽƵŐŚ
patients are having similar experiences, each is dealt with primarily as an 
ŝŶĚŝǀŝĚƵĂů ? ?^ŵŝƚŚ ? ? ? ? ? P ? ? ? ? ? 
 
ĞƐƉŝƚĞ ƚŚĞŝƌ ĚŝĨĨĞƌĞŶƚ ĚĞĨŝŶŝƚŝŽŶƐ ŽĨ ǁŚĂƚ ĐŽŶƐƚŝƚƵƚĞƐ Ă  ‘ƐƵƌǀŝǀŽƌ ? ?Smith 
(1979) identified similar themes to Lifton (1980). Survivors experience 
changed values and priorities, and feelings towards others, as a result of a 
 ‘ŚĞŝŐŚƚĞŶĞĚĂǁĂƌĞŶĞƐƐŽĨĚĞĂƚŚǁŝƚŚĂƐŚĂƌƉƌĞĂůŝƐĂƚŝŽŶŽĨ ůŝŵŝƚĞĚ ůŝĨĞƐƉĂŶ ?
(Smith, 1979: 442). InĚĞĞĚ ?ƐŚĞĂƌŐƵĞĚƚŚĂƚ ‘ĂǁĂƌĞŶĞƐƐŽĨĚĞĂƚŚŽƌĂƐĞŶƐĞŽĨ
hitting bottom were crucial to perceiving a need to change values, priorities 
ĂŶĚ ŐŽĂůƐ ?  ? ? ? ? ? P  ? ? ? ? ? ^ƵďƐĞƋƵĞŶƚůǇ ^ŵŝƚŚ ĨŽƵŶĚ ŶĞŐĂƚŝǀĞ ŽƵƚĐŽŵĞƐ ǁĞƌĞ
identified in patients who denied their illness or that it had impacted on their 
lives, those who thought nothing had changed as a result of illness or those 
not engaged in their own recovery. Indeed, Dow later concluded that 
 ‘ƐƵƌǀŝǀŽƌƐǁŚŽǁĞƌĞĂďůĞƚŽĚĞƌŝǀĞŵĞĂŶŝŶŐǁĞƌĞĂďůĞƚŽƉƵƚƚŚĞĞǆƉĞƌŝĞŶĐĞ
into ƉĞƌƐƉĞĐƚŝǀĞĂŶĚŐĞƚŽŶǁŝƚŚůŝǀŝŶŐ ? ?Žǁ ? ? ? ? ? P ? ? ? ?? 
 
More recently, Peck (2008) provided a slightly different perspective, 
ƐƵŐŐĞƐƚŝŶŐƚŚĞ ƚĞƌŵ  ‘ƐƵƌǀŝǀŽƌ ?ĐĂŶďĞĚĞĨŝŶĞĚ ŝŶƚǁŽǁĂǇƐ PĂ ?ƐŽŵĞŽŶĞǁŚŽ
has survived a life-threatening event, such as cancer, a heart attack, 
earthquake or accident and b) someone who has lived through a life-altering 
event, such as sexual abuse, domestic violence or homelessness (Peck 2008). 
Based on a review of studies within the nursing, social science and 
multidisciplinary literature, Peck highlighted six themes that typify the 
survivorship experience. The survivor:  
 
1. Confronts mortality 
2. Experiences alienation and isolation 
3. Has a need for support 
4. Searches for meaning in the experience 
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5. Experiences a need to reprioritise their life, including changes to self 
6. Experiences continued vulnerability 
 
Surviving cancer  W the disease 
 
From a clinical ƉĞƌƐƉĞĐƚŝǀĞ ? ƵŶƚŝů ƌĞůĂƚŝǀĞůǇ ƌĞĐĞŶƚůǇ ?  ‘ĐĂŶĐĞƌ ? ĂŶĚ  ‘ƐƵƌǀŝǀĂů ?
have been somewhat contradictory terms (Breaden 1997). In the 1800s, a 
diagnosis of cancer was tantamount to a death sentence and patients were 
rarely informed that they had the disease. Fear of cancer, partly due to the 
misconception that it was contagious, was widespread. The family rarely 
divulged a cancer diagnosis, due to the resulting stigma that would be 
attached to the patient and family (Lewis 2007). It was only during the early 
twentieth century that surgery improved sufficiently that it was sometimes 
possible to operate and cure early stage tumours. It was also during this 
period that education became important. For example, the American Cancer 
Society was founded in 1913 and made the first attempts to overcome 
fatalistic attitudes about cancer. Warning signs were publicised and people 
were encouraged to seek medical advice if they experienced symptoms that 
might be indicative of cancer (Holland 2002). 
 
Radiation was added as a treatment option in the early twentieth century. 
Chemotherapy was subsequently added as a third treatment, combined with 
increasingly effective surgery and radiation in the 1950s. Effective treatment 
regimens helped reduce pessimism about cancer as survival rates improved. 
This resulted in a shift to exploring the longer-term effects of treatment 
(Holland 2002). Further treatment and screening advances continued during 
the second half of the twentieth century, including the development of 
targeted therapies, such as endocrine therapies, and genetic testing.  
 
The late twentieth century saw concern shift to cancer prevention, screening 
and lifestyle change as survival rates continued to improve. Society had 
witnessed a shift from the nineteenth century view of cancer being 
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tantamount to a death sentence and the patient bearing no responsibility for 
developing the disease, to the twenty-first century position where five-year 
survival rates for some cancers are over 90%, and the onus is placed on 
individuals to adopt healthy living practices to reduce their cancer risk.  
 
Today, approximately 320,500 new cases of cancer are diagnosed in the UK 
each year
5
. Breast, lung, colorectal (bowel) and prostate cancer are the most 
common, accounting for over half of all new cancers diagnosed each year 
(Table 2.1).
6
 However, Table 2.2
7
 shows that, over the past forty years, five-
year survival has increased considerably for some of the most common 
cancers in England and Wales. Taking all cancers combined, the five-year 
survival rate is now over 50%.
8
 
 
Table 2.1: Most commonly diagnosed cancers in the UK (2009) 
Cancer 
Number of cases 
Males Females Total 
Breast  371 48417 48788 
Lung  23041 18387 41428 
Colorectal 22711 18431 41142 
Prostate  40841 0 40841 
(Source: Cancer Research UK website)   
 
Table 2.2: 5-year survival for common cancers in England & Wales, 1971-75, 2001 & 2009 
  Cancer  Gender 1971-1975 2000-2001 2009 
   
5-year survival 
rate (%) 
5-year survival 
rate (%) 
5-year survival 
rate (%) 
Breast Females 52 81 84.2 
Lung 
Males 4 7 7.8 
Females 4 7 8.7 
Colorectal 
Males 22 52 52.4 
Females 23 53 53.6 
Prostate Males 31 71 80.6 
(Sources: Cancer Research UK website; Office for National Statistics, 2011) 
                                                        
5
 http://info.cancerresearchuk.org/cancerstats/incidence/all-cancers-combined/ [Accessed 
June 28th 2012]. 
6
 http://info.cancerresearchuk.org/cancerstats/incidence/commoncancers/index.htm 
[Accessed June 28th 2011]. 
7
 http://info.cancerresearchuk.org/cancerstats/survival/siteandsex/index.htm [Accessed 
December 15th 2011]. 
8
 http://info.cancerresearchuk.org/cancerstats/survival/latestrates/index.htm [Accessed June 
28th 2012]. 
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dŚĞƌĞĨŽƌĞ ? ƚŚĞ ƚĞƌŵ  ‘ƐƵƌǀŝǀŽƌ ? ŚĂƐ ŐƌŽǁŶ ŝŶ ƌĞůĞǀĂŶĐĞ ŽǀĞƌ ƚŝŵĞ ? ƌĞĨůĞĐƚŝŶŐ
treatment developments and improved survival outcomes. We are more likely 
to survive cancer today, which has led to reduced pessimism and fatalism 
about the disease.  
 
Surviving the experience of cancer 
 
tŚĞŶ ĐĂŶĐĞƌ ǁĂƐ ĐŽŶƐŝĚĞƌĞĚ Ă ĚĞĂƚŚ ƐĞŶƚĞŶĐĞ ?  ‘ƐƵƌǀŝǀŽƌƐ ? ǁĞƌĞ ƚǇƉŝĐĂůůǇ
family members who had survived the loss of a loved one (Lance-Armstrong-
Foundation 2004). With progress in cancer detection and treatment, 
individuals diagnosed with cancer were deemed to have survived if they lived 
for five years or more disease-free (Dow 1990, Breaden 1997, Miller et al. 
2008, Kelly et al. 2011). However, a more recent shift has occurred, from what 
ƌĞĂĚĞŶ  ? ? ? ? ? P  ? ? ? ? ĚĞƐĐƌŝďĞƐ ĂƐ ƚŚĞ  ‘ĚŽŵŝŶĂŶƚ ŵĞƚĂƉŚŽƌ ŽĨ  “ƐƵƌǀŝǀĂů ĂƐ
ƚŝŵĞ ? ?ƚŽĂŶĞŵƉŚĂƐŝƐŶŽƚũƵƐƚŽŶlength, but quality, of survival i.e. how well 
individuals survive, and their experience of survival (Dow 1990, Zebrack 
2000a, Leigh 2007, Leigh 2008, Aziz 2009). As a result, there has been 
ŵŽǀĞŵĞŶƚ ďĞǇŽŶĚ ƚŚĞ ďŝŽŵĞĚŝĐĂů ŵŽĚĞů ? ǁŚŝĐŚ ĨŽĐƵƐĞƐŽŶ  ‘ĚŝƐĞĂƐĞ ?and 
outcomes, to delivering treatment and care within the context of an 
ŝŶĚŝǀŝĚƵĂů ?Ɛ ůŝĨĞ ŝ ?Ğ ? ƚƌĞĂƚŝŶŐ ƚŚĞ ƉĞƌƐŽŶ ? ŶŽƚ ũƵƐƚ ƚŚĞ ĚŝƐĞĂƐĞ  W a 
biopsychosocial model of care (Aziz 2002, Aziz 2007). This suggests a shift in 
focus from surviving the disease to surviving the experience of cancer.  
 
Dow (1990) highlighted that, unlike survivors of other life-threatening events 
such as natural disasters, cancer survivors continue to deal with the threat of 
recurrence and an uncertain future, as well as a range of late and long-term 
effects as a result of cancer and its treatment. The impact of these effects will 
ĂĨĨĞĐƚĂƐƵƌǀŝǀŽƌ ?ƐĂďŝůŝƚǇƚŽ ‘ƚŚƌŝǀĞ ? ?ůŝǀĞǁĞůů ?ĂĨƚĞƌĐĂŶĐĞƌ(Dow 1990). In this 
ƌĞƐƉĞĐƚ ?ƌŝŬƐŽŶ ?Ɛ ? ? ? ? ? ?ĚĞĨŝŶŝƚŝŽŶŽĨĂĚŝƐĂƐƚĞƌŚĂǀŝŶŐĂĚĞĨŝŶŝƚŝǀĞďĞŐŝŶŶŝŶŐ
and end does not apply to cancer. In the context of a natural disaster, the 
ƚĞƌŵ  ‘ƐƵƌǀŝǀŽƌ ? ŝŵƉůŝĞƐ ƚŚĂƚ ƚŚĞphysical danger has passed. However, the 
  
  15   
danger for a cancer survivor continues. /ŶƚŚŝƐƐĞŶƐĞ ?ƚŚĞƚĞƌŵƐ  ‘ĐĂŶĐĞƌ ?ĂŶĚ
 ‘ƐƵƌǀŝǀŽƌ ?could be perceived as ĐŽŶƚƌĂĚŝĐƚŽƌǇĂƐ ‘ƐƵƌǀŝǀŽƌ ?ŝŵƉůŝĞƐ ‘ƌĞƐŽůƵƚŝŽŶ
of ƚƌĂƵŵĂ ? (McKenzie and Crouch 2004) yet fails to capture the uncertainty 
about what the future holds post-treatment, be it the threat and fear of 
recurrence or living with the ongoing consequences of cancer treatment.  
 
dŚĞ ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐŚŝƉ ůŝƚĞƌĂƚƵƌĞ ƌĞĨĞƌƐ ƚŽ ƚŚĞ  ‘ƐǁŽƌĚ ŽĨ ĂŵŽĐůĞƐ ? ƚŽ
highlight how the threat of recurrence hangs over cancer survivors, just as the 
sword was suspended over Damocles in Greek mythology (Koocher and 
O'Malley 1981, Frank 1995, Zebrack 2000b, Stephens 2004, Kaiser 2008). 
<ŽŽĐŚĞƌ ĂŶĚ K ?DĂůůĞǇ  ? ? ? ? ? P ǆǀŝŝ ? ƐƵŐŐĞƐƚ  ‘ƚŚĞ ŶĂƚƵƌĞŽĨ ĐĂŶĐĞƌ ŝƐ ƚŚĂƚ ƚŚĞ
disease may recur even after prolonged periods of ĂƉƉĂƌĞŶƚ ŐŽŽĚ ŚĞĂůƚŚ ? ?
/ŶĚŝǀŝĚƵĂůƐĂƌĞƚƌĞĂƚĞĚǁŝƚŚ ‘ĐƵƌĂƚŝǀĞŝŶƚĞŶƚ ?ĂŶĚŚĞĂůƚŚĐĂƌĞƉƌŽĨĞƐƐŝŽŶĂůƐĚŽ
their utmost to reassure patients, which may lead to a sense of security and 
ŐƌĂƚŝƚƵĚĞ ? ,ŽǁĞǀĞƌ ? ĐŽŶĐƵƌƌĞŶƚůǇ ? ƚŚĞƌĞ ŝƐ  ‘Ă ĐŽŶƐĐŝŽƵƐ Žƌ ƐƵďůŝŵŝŶĂů
awareness that a substantial risk, much like the sword of Damocles, hangs 
ŽǀĞƌ ƚŚĞŝƌ ĨƵƚƵƌĞ ?  ?1981: xviii). This, they feel, has a psychological impact on 
cancer survivors in terms of how they cope and adapt to life post-treatment 
(Koocher and O'Malley 1981). Holland (2002: 217) later said that although 
ƚŚĞƌĞĂƌĞŝŶĐƌĞĂƐŝŶŐŶƵŵďĞƌƐŽĨƐƵƌǀŝǀŽƌƐ ?ƚŚĞǇŚĂǀĞ ‘ƉƐǇĐŚŽůŽŐŝĐĂůďĂŐŐĂŐĞ ?
which may include post-traumatic distress, anxiety and sexual problems.  
 
Therefore whilst it is clear that individuals diagnosed with cancer are surviving 
ĨŽƌůŽŶŐĞƌƉĞƌŝŽĚƐ ?ƚŚĞǇĐĂŶŶŽƚďĞĐůĂƐƐŝĨŝĞĚĂƐ ‘ƐƵƌǀŝǀŽƌƐ ?ŝŶƚŚĞƐĂŵĞƐĞŶƐĞĂƐ
those who have experienced a life-threatening man-made or natural disaster. 
It could be said that, after a cancer diagnosis, individuals live in a perpetual 
state of survival  W of both the disease itself and the experience of cancer.  
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tŚǇĚŽĞƐĐĂŶĐĞƌĂƚƚƌĂĐƚƚŚĞ ‘ƐƵƌǀŝǀŽƌ ?ůĂďĞů ? 
 
People living after a diagnosis of cancer have survived, or continue to survive, 
what can be a life-threatening illness. They have done so due to better 
screening, and thus earlier detection, and more effective and targeted 
treatment. However, these treatments are themselves often toxic and 
dangerous and can cause debilitating side effects. Therefore, people living 
after a diagnosis of cancer have also survived, or are continuing to survive, the 
ĞǆƉĞƌŝĞŶĐĞ ŽĨ ĐĂŶĐĞƌ ? ƌĂǁŝŶŐ ŽŶ WĞĐŬ ?Ɛ  ? ? ? ? ? ? ƐƵƌǀŝǀŽƌƐŚŝƉ ƉĞrspective, 
whilst a diagnosis of cancer is life-threatening, it can give way to being life-
altering. This will be discussed more extensively in Chapter 3, but people 
diagnosed with cancer may survive an assault on their personal and social 
identity, life perspective and relationships, as well as coping with the threat of 
recurrence and facing their own mortality. 
 
Battle metaphors prevail in discussions about cancer (Clarke and Everest 
2006). We are said to battle a deadly disease, described as the enemy.  
Treatment plans are formulatĞĚĂƐĂ ‘ďĂƚƚůĞƉůĂŶĂŐĂŝŶƐƚĐĂŶĐĞƌ ? ?dƌĞĂƚŵĞŶƚƐ
themselves are portrayed with metaphors of war, such as targeted therapies. 
ƚƚŝŵĞƐ ?ƚŚĞĚŝƐĞĂƐĞŝƚƐĞůĨŝƐĚĞƐĐƌŝďĞĚĂƐ ‘ĂƚǁĂƌ ?ǁŝƚŚƚŚĞďŽĚǇŽƌƉĞƌƐŽŶ ?Ɛ
such, the body itself is perceived as a battleground over cancer (Clarke and 
Everest 2006). Individual character is also often implicated in stories of 
ĐĂŶĐĞƌ ?dŚĞ ‘ŚĞƌŽŝĐ ?ĐĂŶĐĞƌĨŝŐŚƚĞƌŝƐĚĞƐĐƌŝďĞĚĂƐŽŶĞǁŚŽ ‘ŶĞǀĞƌĂĚŵŝƚƚĞĚƚŽ
ƚŚĞĚŝƐĞĂƐĞŽƌĐŽŶĐĞĚĞĚĚĞĨĞĂƚ ?(Clarke and Everest 2006). Therefore, cancer 
ĂƚƚƌĂĐƚƐƚŚĞ ‘ƐƵƌǀŝǀŽƌ ?ůĂďĞůĂƚƚƌŝďƵƚĞĚƚŽƚŚŽƐĞǁŚŽ have survived war, as the 
disease, and its treatment, are often alluded to as akin to fighting a war - and 
ŽŶĐĞƚŚĞďĂƚƚůĞŝƐǁŽŶ ?ƚŚĞǀŝĐƚŽƌŝƐǁŽƌƚŚǇŽĨƚŚĞƚŝƚůĞ ‘ƐƵƌǀŝǀŽƌ ? ?,ŽǁĞǀĞƌ ?ĂƐ
will be explored further in the coming chapters, this perspective is criticised 
ďǇƐŽŵĞ ?ŝŶĐůƵĚŝŶŐƚŚŽƐĞǁŚŽŚĂǀĞ ‘ƐƵƌǀŝǀĞĚ ?ĐĂŶĐĞƌ ?ďĞĐĂƵƐĞŝƚŝŵƉůŝĞƐƚŚĂƚ ?
if someone dies, they did not fight hard enough. 
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ĞĨŝŶŝŶŐĂ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ĂŶĚ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? Wevolution of the 
terminology 
 
^ƚƵĚŝĞƐĂŶĚĞĚŝƚŽƌŝĂůƐŽŶĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉŚĂǀĞĚĞƐĐƌŝďĞĚƚŚĞƚĞƌŵƐ ‘ĐĂŶĐĞƌ
ƐƵƌǀŝǀŽƌ ? ĂŶĚ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐŚŝƉ ? ĂƐ ĞǀŽůǀŝŶŐ ? ƵŶĚĞƌƚŚĞŽƌŝƐĞĚ ĂŶĚ
unquestioned (Feuerstein 2007b, Feuerstein 2007a, Kaiser 2008, Foster et al. 
2009). Often, researchers neglect to provide a definition of cancer 
survivor(ship), seemingly under the assumption that because the term is 
widely used today, its meaning is implicit. Kelly et al. (2011) argue that 
definitions used today by healthcare professionals, professional organisations, 
researchers and advocacy groups confuse the picture. Definitions include 
individuals recently diagnosed, those undergoing treatment, those who have 
completed treatment, those five-years post-diagnosis, as well as friends and 
family (Kelly et al. 2011). As such, the literature highlights ambiguity and 
ĐŽŶĨƵƐŝŽŶƌĞŐĂƌĚŝŶŐǁŚĞŶƐƵƌǀŝǀŽƌƐŚŝƉďĞŐŝŶƐ ?ǁŚŽƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?
refers to, who it excludes, and who it is for. 
 
Survivorship: a process that begins at diagnosis? 
 
As a result of its contested nature, Doyle (2008) conducted an evolutionary 
ĐŽŶĐĞƉƚ ĂŶĂůǇƐŝƐ ŽĨ ƚŚĞ ƚĞƌŵ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐŚŝƉ ? ? ^ŚĞ ŝĚĞŶƚŝĨŝĞĚ ĨŝǀĞ
attributes that typify cancer survivorship (Figure 2.2). Doyle highlighted a lack 
of agreement as to when ĂŶ ŝŶĚŝǀŝĚƵĂů ďĞĐŽŵĞƐ Ă  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ?
Essentially, there are two facets to explore: a) whether survivorship begins at 
diagnosis and b) whether survivorship is a process. In this section I discuss the 
ŚŝƐƚŽƌŝĐĂůĞǀŽůƵƚŝŽŶŽĨƚŚĞƚĞƌŵƐ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ĂŶĚ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ?ƚŽ
exƉůŽƌĞ ƚŚĞ ǀĂůŝĚŝƚǇ ŽĨ ŽǇůĞ ?Ɛ ĂƐƐĞƌƚŝŽŶ ƚŚĂƚ ƐƵƌǀŝǀŽƌƐŚŝƉ ŝƐ Ă ƉƌŽĐĞƐƐ
beginning at diagnosis. 
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&ŝŐƵƌĞ ? ? ? PŽǇůĞ ?ƐĂƚƚƌŝďƵƚĞƐŽĨƚŚĞĐŽŶĐĞƉƚŽĨĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ 
 
(Source: Doyle, 2008: 506) 
 
dŚĞ ƚĞƌŵ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ǁĂƐ ĂĚŽƉƚĞĚ ŝŶ  ? ? ? ? ďǇ ƌ&ŝƚǌŚƵŐŚ Mullan, a 
physician diagnosed with cancer, who described individuals as survivors from 
the point of diagnosis onwards. This was in contrast to the prevailing medical 
ǀŝĞǁƚŚĂƚŝŶĚŝǀŝĚƵĂůƐǁŝƚŚĐĂŶĐĞƌǁĞƌĞ ‘ƐƵƌǀŝǀŽƌƐ ?ŽŶĐĞƚŚĞǇŚĂĚůŝǀĞĚĨŽƌĨŝǀĞ
years or more disease-free. Regarding his own experience, Mullan stated: 
 
 ‘/ƚĚŝĚŶŽƚŽĐĐƵƌƚŽŵĞǁŚŝůĞ/ǁĂƐĂĐƵƚĞůǇŝůůŽƌĨŽƌƐŽŵĞƚŝŵĞĂĨƚĞƌǁĂƌĚƚŚĂƚƚŚĞ
simple concepts of sickness and cure were insufficient to describe what was 
ŚĂƉƉĞŶŝŶŐ ƚŽ ŵĞ Q / ǁĂƐ ? ŝŶ ĨĂĐƚ, surviving, struggling physically and mentally 
with the cancer, the therapy, and the large-scale disruption of my life. Survival 
ǁĂƐŶŽƚŽŶĞĐŽŶĚŝƚŝŽŶďƵƚŵĂŶǇ ? 
(Mullan, 1985: 271). 
 
,ŝƐ ƐĞŵŝŶĂů ǁŽƌŬ ĚĞƐĐƌŝďĞĚ ƚŚƌĞĞ  ‘ƐĞĂƐŽŶƐŽĨ ƐƵƌǀŝǀĂů ? P ĂĐƵƚĞ ? ĞǆƚĞŶĚĞĚand 
ƉĞƌŵĂŶĞŶƚ ? Ă  ‘ŐĞŶĞƌŝĐ ŝĚĞĂ ƚŚĂƚ ĂƉƉůŝĞƐ ƚŽ ĞǀĞƌǇŽŶĞ ĚŝĂŐŶŽƐĞĚ ĂƐ ŚĂǀŝŶŐ
ĐĂŶĐĞƌ ?ƌĞŐĂƌĚůĞƐƐŽĨƚŚĞĐŽƵƌƐĞŽĨƚŚĞŝůůŶĞƐƐ ? ?DƵůůĂŶ ? ? ? ? ? P ? ? ? ? ? The acute 
phase spans the point of diagnosis through to the completion of primary 
treatment. As such, the phase is dominated by tests, treatment and the 
management of treatment side effects (Mullan 1985). Fear and anxiety are 
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said to dominate this period, as people confront their own mortality. In 
extended survival, the survivor has to deal with the uncertainty and threat of 
recurrence  W so-ĐĂůůĞĚ  ‘ǁĂƚĐŚĨƵůǁĂŝƚŝŶŐ ?  ? ? ? ? ? P  ? ? ? ? ?dŚĞǇŵĂǇĂůƐŽŚĂǀĞƚŽ
manage the long-term effects of treatment such as fatigue, altered body 
image, pain, role changes, etc. (Mullan 1985, Dow 1990, Pedro 2001, Kaplan 
2008). As a result, it has been argued that psychosocial services are important 
during the extended period (Kaplan 2008). Finally, survivors enter the 
permanent stage. Mullan conceptualised this stage as a disease-free state 
 ‘ƌŽƵŐŚůǇ ĞƋƵĂƚĞĚ ǁŝƚŚ ƚŚĞ ƉŚĞŶŽŵĞŶŽŶ ǁĞ ƵƐƵĂůůǇ ĐĂůů  “ĐƵƌĞ ? ?  ? ? ? ? ? P  ? ? ? ? ?
Pedro (2001) suggests this stage is now referred to as long-term survival. 
Likelihood of recurrence is low and health promotion strategies are often 
adopted during this time. However, long-term consequences and the risk of 
late effects, such as second cancers, persist (Mullan 1985). Adjustment to life 
 ‘ďĞǇŽŶĚĐĂŶĐĞƌ ?ŝƐƚŚĞĨŽĐƵƐŽĨƚŚŝƐƐƚĂŐĞ ?<ĂƉůĂŶ ? ? ?  P ? ? ? ? ?
 
DƵůůĂŶ ?Ɛ ĚĞĨŝŶŝƚŝŽŶ ĨŽĐƵƐĞƐ ŽŶsurviving the experience of cancer. His 
definition was adopted by the US-based National Coalition for Cancer 
Survivorship (NCCS) in 1986
9
. In doing so, they aimed to empower patients to 
take ownership of their healthcare and push for better treatment and support 
(Khan et al. 2012). The definition was subsequently adopted by the US 
National Cancer Institute
10
 and Office of Cancer Survivorship
11
. These 
organisations define a cancer survivor as:  
 ‘n individual is considered a cancer survivor from the time of diagnosis, 
through the balance of his or her life. Family members, friends, and caregivers 
are also impacted by the survivorship experience and are therefore included in 
ƚŚŝƐĚĞĨŝŶŝƚŝŽŶ ? 
                                                        
9
 The NCCS is a survivor-led advocacy organisation, campaigning for quality care and 
empowering cancer survivors http://www.canceradvocacy.org/about/ [Accessed February 
11th 2010]. 
10
 The National Cancer Institute is the US Government's principal agency for cancer research 
and training http://www.cancer.gov/aboutnci/overview/mission [Accessed February 11th 
2010].  
11
 The Office of Cancer Survivorship conducts and supports research that examines and 
addresses the effects of cancer and its treatment among cancer survivors and their families 
http://cancercontrol.cancer.gov/ocs/about.html [Accessed December 15th 2009]. 
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ĐĐŽƌĚŝŶŐƚŽ'ĂŶǌ ? ? ? ? ? P ? ? ? ?ƚŚŝƐǁĂƐĂ ‘ďŽůĚ ?ďƌŽĂĚĂŶĚŝŶclusive definition, 
ĂŶĚĨŽĐƵƐĞĚĂƚƚĞŶƚŝŽŶŽŶƚŚĞůĂƌŐĞŶƵŵďĞƌŽĨƉĞŽƉůĞĂĨĨĞĐƚĞĚďǇƚŚĞƉĂƚŝĞŶƚ ?Ɛ
ĐĂŶĐĞƌ ĚŝĂŐŶŽƐŝƐ ĂŶĚ ƐƵƌǀŝǀĂů ? ? ,ŽǁĞǀĞƌ ? ĂƐ dĂďůĞ  ? ? ? ƐŚŽǁƐ ? ĂůƚĞƌŶĂƚŝǀĞ
conceptualisations and definitions have developed since the 1980s, some 
building on MƵůůĂŶ ?Ɛ ǁŽƌŬ ? ŽƚŚĞƌƐ ŽĨĨĞƌŝŶŐ ĚŝĨĨĞƌĞŶƚ ƉĞƌƐƉĞĐƚŝǀĞƐ ŽŶ ǁŚĂƚ
ĐŽŶƐƚŝƚƵƚĞƐ  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ? &Žƌ ĞǆĂŵƉůĞ ? ǁŚŝůƐƚ ƚŚĞLance Armstrong 
Foundation
12
 ĂĚŽƉƚƐ DƵůůĂŶ ?Ɛ ĚĞĨŝŶŝƚŝŽŶ ŽĨ Ă ƐƵƌǀŝǀŽƌ ? ƚŚĞ ŽƌŐĂŶŝƐĂƚŝŽŶ ŚĂƐ
ĚĞǀĞůŽƉĞĚ Ă ŵŽĚĞů ƚŚĂƚ ƐĞĞƐ ƐƵƌǀŝǀŽƌƐ ŵŽǀĞ ƚŚƌŽƵŐŚ  ‘ĐŚĂƉƚĞƌƐ ? ŽĨ
survivorship (Figure 2.3) (Lance-Armstrong-Foundation 2004, Naus et al. 
2009) ?  ‘>ŝǀŝŶŐwith ĐĂŶĐĞƌ ?ƌĞĨĞƌƐƚŽĚŝĂŐŶŽƐŝƐĂŶĚƚƌĞĂƚŵĞŶƚ ?  ‘>ŝǀŝŶŐthrough 
ĐĂŶĐĞƌ ?ŝƐƚŚĞƉĞƌŝŽĚĨƌŽŵƚŚĞĞŶĚŽĨĂĐƚŝǀĞƚƌĞĂƚŵĞŶƚƚŚƌŽƵŐŚƚŚĞƉĞƌŝŽĚŽĨ
time when recurrence is most likely, which many consider up to five years 
ĨƌŽŵ ĚŝĂŐŶŽƐŝƐ ?  ‘>ŝǀŝŶŐbeyond ĐĂŶĐĞƌ ? ŝƐ ĨŝǀĞ ǇĞĂƌƐ Žƌ ŵŽƌĞ ƉŽƐƚ ĚŝĂŐŶŽƐŝƐ ?
 ‘ZĞĐƵƌƌĞŶĐĞ ?ŵĂƌŬƐƚŚĞƌĞƚƵrn of the primary cancer or diagnosis of secondary 
ĚŝƐĞĂƐĞĂŶĚƌĞƐƵůƚƐŝŶƚŚĞƐƵƌǀŝǀŽƌƌĞƚƵƌŶŝŶŐƚŽ ‘ůŝǀŝŶŐwith ĐĂŶĐĞƌ ?ĂůďĞŝƚ ‘ǁŝƚŚ
altered personal characteristics and knowledge gained from the previous 
ĞǆƉĞƌŝĞŶĐĞ ?  ?EĂƵƐet al., 2009: 1352). The final cŚĂƉƚĞƌ ŝƐ  ‘ŶĚŽĨ>ŝĨĞ ?ǁŚŝĐŚ
can occur at any time but marks the time from terminal diagnosis to death 
(Naus et al. 2009).  
 
 
 
 
 
 
 
 
 
 
                                                        
12
 The Lance Armstrong Foundation was established in 1997 to support people through the 
cancer experience. 
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Table 2.3: Definitions of cancer survivor(ship) 
Organisation Country Type of organisation Definition of cancer 
survivor(ship) 
Comments 
National Coalition for 
Cancer Survivorship 
(NCCS) (1986) 
USA Advocacy/support Living through and beyond 
cancer. From diagnosis onwards. 
/ŶĐůƵĚĞƐ ‘ƐĞĐŽŶĚĂƌǇƐƵƌǀŝǀŽƌƐ ? W 
family, friends, caregivers  W to 
draw attention to large number 
of people affected by a 
diagnosis of cancer 
Most widely 
accepted 
definition. 
Designed to 
empower 
National Cancer 
Institute (NCI)/Office 
of Cancer 
Survivorship 
USA Government As for NCCS. An individual is a 
survivor no matter when 
diagnosis was made or whether 
cancer was treated successfully 
Do not include 
secondary 
survivors in 
statistics 
Lance Armstrong 
Foundation (2004) 
USA Advocacy/support From diagnosis onwards. 
 ‘ŚĂƉƚĞƌƐŽĨ^ƵƌǀŝǀŽƌƐŚŝƉ ? PůŝǀŝŶŐ
with, through & beyond cancer 
 
American Cancer 
Society (ACS) 
USA Advocacy/support  People living with cancer. 
Survivors after treatment. 
Has struggled 
with the term  
Memorial Sloan-
Kettering Cancer 
Centre 
USA Cancer 
Centre/research 
Living beyond cancer. Period 
post-treatment, separate from 
diagnosis and treatment, and 
end of life care 
Report some 
backlash against 
the term 
 ‘ƐƵƌǀŝǀŽƌ ? 
     
Macmillan Cancer 
Support (and National 
Cancer Survivorship 
Initiative), 
Department of Health 
UK Advocacy/support/ 
Government 
Living with, and beyond, cancer. 
Includes individuals who: have 
completed initial treatment and 
are disease-free, are living with 
progressive disease and may be 
receiving treatment, but the 
disease is not at the terminal 
stage or have had cancer in the 
past 
 
Author(s)  Background   
Mullan (1985) USA HCP, Cancer survivor Survivor from diagnosis 
onwards, 3 seasons of survival: 
acute, extended and permanent 
Family referred 
ƚŽĂƐ ‘ƐĞĐŽŶĚĂƌǇ
ƉĂƚŝĞŶƚƐ ? 
Feuerstein (2007a, 
2007b) 
USA Cancer Survivor, 
Research 
Phases of survivorship: 
diagnosis, treatment, acute, 
sub-acute, chronic; end of life.  
Journal of Cancer Survivorship: 
Adults with a cancer diagnosis, 
who have completed primary 
treatment until end of life.  
 
Doyle (2008) UK HCP, Research Cancer survivorship has 5 
attributes: a process beginning 
at diagnosis, involves 
uncertainty, life changing 
experience, positive and 
negative aspects and 
individuality vs. universality 
 
Miller et al. (2008) USA HCP  ^ĞĂƐŽŶƐŽĨƐƵƌǀŝǀĂů ‘ƌĞǀŝƐŝƚĞĚ ? P
acute, transitional, extended 
and permanent  
Does not include 
family. But 
caregivers 
referred to as 
 ‘ƚŚĞŽƚŚĞƌĐĂŶĐĞƌ
ƐƵƌǀŝǀŽƌƐ ?ǁŝƚŚ
their own 
challenges  
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&ŝŐƵƌĞ ? ? ? P>ĂŶĐĞƌŵƐƚƌŽŶŐ&ŽƵŶĚĂƚŝŽŶ ‘ĐŚĂƉƚĞƌƐ ?ŽĨĐĂŶĐĞƌƐƵƌǀŝvorship 
 
(Sources: Lance Armstrong Foundation, 2004; Naus et al., 2009) 
 
Feuerstein (2007a: 484) argued that previous definitions put forward by the 
ůŝŬĞƐ ŽĨ DƵůůĂŶ ǁĞƌĞ ƵƐĞĨƵů ďƵƚ  ‘ŵŽƌĞ ƌĞĂůŝƐƚŝĐ ŽƉĞƌĂƚŝŽŶĂů ĚĞĨŝŶŝƚŝŽŶƐ ŽĨ
ƐƵƌǀŝǀŽƌƐŚŝƉ ? ǁĞƌĞ ŶĞĞĚĞĚ ? Ɛ Ă ƌĞƐƵůƚ ? ŚĞ ĚĞǀĞůŽƉĞĚ Ă ƐƚĂŐĞ-based 
conceptual framework, which included six phases: diagnosis, treatment, 
acute, sub-acute, chronic (long-term) and end stage (Figure 2.4). Acute and 
sub-ĂĐƵƚĞ ŝŶ &ĞƵĞƌƐƚĞŝŶ ?Ɛ ŵŽĚĞů ƌĞĨĞƌ ƚŽ ƚŚĞ ƉĞƌŝŽĚ ĨŽůůŽǁŝŶŐ ƉƌŝŵĂƌǇ
treatment. Survivors can move forward and backward through the stages, and 
various factors can impact the cancer experience in each phase. Feuerstein 
ĚĞǀĞůŽƉĞĚ ƚŚĞ ŵŽĚĞů ƚŽ ŚĞůƉ  ‘ŽƌŐĂŶŝƐĞ ƌĞƐĞĂƌĐŚ ĂŶĚ ƚŚŝŶŬŝŶŐ ŝŶ ƚŚĞ ĂƌĞĂ ?
(2007a: 489), hence his focus on operational definitions of survivorship from 
which research can be designed. For Feuerstein, like Mullan, survivorship 
begins at diagnosis. However, unlike Mullan (and therefore the NCCS and 
NCI), Feuerstein does not include family in his definition, although he 
acknowledges the importance of family and wider support systems in 
survivorship.  
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&ŝŐƵƌĞ ? ? ? P&ĞƵĞƌƐƚĞŝŶ ?Ɛ ‘ƉŚĂƐĞƐ ?ŽĨƐƵƌǀŝǀŽƌƐŚŝƉ 
 (Source: Feuerstein, 2007a: 489) 
 
 
An alternative definition of a  ‘cancer survivor ? as an individual who has 
finished primary treatment has also been adopted. For example, Macmillan 
Cancer Support, a UK-based cancer charity, describes cancer survivors as 
ƚŚŽƐĞ ‘ůŝǀŝŶŐǁŝƚŚ ?ĂŶĚďĞǇŽŶĚ ?ĐĂŶĐĞƌ ? ?dŚĞŽƌŐĂŶŝƐĂƚŝŽŶ ?ƐĚĞĨŝŶŝƚŝŽŶŝŶĐůƵĚĞƐ
individuals who have completed initial treatment and are disease-free; those 
living with active disease who may be receiving treatment, but the disease is 
not terminal; or those who have had cancer in the past. The National Cancer 
Survivorship Initiative (NCSI) adopts the same definition, focusing its efforts 
ŽŶƵŶĚĞƌƐƚĂŶĚŝŶŐĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐ ?ŶĞĞĚƐĂŶĚĚĞǀĞůŽƉŝŶŐmodels of care that 
will allow individuals to return to healthy and active lives following the 
completion of treatment (Richards et al. 2011). Khan et al. (2012) suggest this 
definition has been adopted by policy makers in the UK to enable them to 
target services to this specific population.  
 
^ĞǀĞƌĂů ƌĞƐĞĂƌĐŚĞƌƐ ŚĂǀĞ ŐŽŶĞ ŽŶ ƚŽ ĚŝƐƚŝŶŐƵŝƐŚ ďĞƚǁĞĞŶ  ‘ĚŝƐĞĂƐĞ-ĨƌĞĞ ?
ƐƵƌǀŝǀŽƌƐĂŶĚƚŚŽƐĞ ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ?ŝ ?Ğ ?those still being treated for cancer 
(recurrence or metastatic disease) (Griffiths et al. 2007, Miller et al. 2008, 
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Phillips and Currow 2010) rather than include them under one banner of 
 ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐ ? Žƌ  ‘ůŝǀŝŶŐ ǁŝƚŚ ? ĂŶĚ ďĞǇŽŶĚ ? ĐĂŶĐĞƌ ? ?In their study of the 
ongoing needs of survivors of rarer cancers, Griffiths et al. (2007) described 
the entire sample as survivors but categorised them further into those who 
were disease-free, had a good prognosis but might suffer a recurrence 
(disease-free survivors) and those who were living with disease and would at 
some stage die from that cancer (living with cancer). Conceptually these 
distinctions are helpful as they allow the differing needs and experiences of 
these sub-groups of survivors to be identified and explored. These ideas were 
developed further by Miller et al.  ? ? ? ? ? ?ǁŚŽ  ‘ƌĞǀŝƐŝƚĞĚ ?DƵůůĂŶ ?ƐƐĞĂƐŽŶƐŽĨ
survival to reflect changes seen in ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐŚŝƉ ƐŝŶĐĞ DƵůůĂŶ ?Ɛ  ? ? ? ? ? ?
seminal paper. 
 
Miller et al.  ? ? ? ? ? ? ĂƌŐƵĞĚ ƚŚĂƚ DƵůůĂŶ ?Ɛ  ‘ƐĞĂƐŽŶƐ ? ĂƌĞ ŵŽƌĞ ĐŽŵƉůĞǆƚŚĂŶ
ŽƌŝŐŝŶĂůůǇ ĚĞĨŝŶĞĚ ? dŚĞǇ ƐƵŐŐĞƐƚĞĚ Ă ŶĞǁ ƉŚĂƐĞ  ? ‘ƚƌĂŶƐŝƚŝŽŶĂů ƐƵƌǀŝǀŽƌƐŚŝƉ ? ? ?
and developed the extended and permanent phases (Figure 2.5). Transitional 
survivorship refers to the period following completion of primary treatment. It 
ŝƐ  ‘ƚŚĞ ĚŝĨĨŝĐƵůƚ ƚŝŵĞ ǁŚĞŶ ĐĞůĞďƌĂƚŝŽŶ ŝƐ ďůĞŶĚĞĚǁŝƚŚ ǁŽƌƌǇ ĂŶĚ ůŽƐƐ ĂƐ Ă
ƉĂƚŝĞŶƚƉƵůůƐĂǁĂǇĨƌŽŵƚŚĞƚƌĞĂƚŵĞŶƚƚĞĂŵ ? ?DŝůůĞƌet al., 2008: 372). In this 
ƉŚĂƐĞ ?ƐƵƌǀŝǀŽƌƐĞŶƚĞƌĂƉĞƌŝŽĚŽĨ ‘ǁĂƚĐŚĨƵůǁĂŝƚŝŶŐ ? ? ? ? ? ? P ? ? ? ? ?ĂƐƚŚĞƌŝƐŬŽĨ
recurrence is greatest. Miller et al. (2008) felt that the issues and concerns 
experienced at this time warranted a separate phase.  
 
Miller et al. (2008) also provided a more detailed breakdown of the 
 ‘ĞǆƚĞŶĚĞĚ ?ƐƵƌǀŝǀŽƌƐŚŝƉƉĞƌŝŽĚ ?ƐƵŐŐĞƐƚŝŶŐƚŚƌĞĞƐƵďŐƌŽƵƉƐŽĨƐƵƌǀŝǀŽƌƐŝŶƚŚŝƐ
phase. The first group are those in remission, and not receiving further 
treatment (cancer free). The second are also in remission but receiving 
ongoing therapy (maintained remission), and the final group are those with 
advanced disease, who are undergoing treatment (living with cancer). Miller 
et al. developed sub-categories within extended survivorship due to 
heterogeneity in the needs of survivors within these groups. 
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Figure 2.5: Miller ĞƚĂů ? ?Ɛ ‘ƐĞĂƐŽŶƐŽĨƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
(Source: Miller et al., 2008: 371) 
 
Miller et al.  ? ? ? ? ? ? ĂůƐŽ ĚĞǀĞůŽƉĞĚ DƵůůĂŶ ?Ɛ ƐĞĂƐŽŶ ŽĨ  ‘ƉĞƌŵĂŶĞŶƚ ? ƐƵƌǀŝǀĂů ?
dŚŝƐ ƉŚĂƐĞ ĞŵďŽĚŝĞƐ  ‘Ă ŐƌĂĚƵĂů ƐĞŶƐĞ Žƌ ĐŽŶĨŝĚĞŶĐĞ ƚŚĂƚƚŚĞ ƌŝƐŬ ŽĨ
recurrence is low and that the chance of long-ƚĞƌŵƐƵƌǀŝǀĂůŝƐŐƌĞĂƚ ? ?DŝůůĞƌet 
al., 2008: 372). They proposed four groups: cancer free-free of cancer, cancer-
free but not free of cancer, secondary cancers and second cancers. The first 
ŐƌŽƵƉ ŝƐ ŝŶ ƌĞŵŝƐƐŝŽŶ ĂŶĚ ŚĂƐ ĞǆƉĞƌŝĞŶĐĞĚ ůŝƚƚůĞ  ‘ĨĂůů-ŽƵƚ ?  ?ƉŚǇƐŝĐĂů Žƌ
emotional impact) as a result of cancer. Cancer is said to be part of the past. 
&ŽƌƚŚĞƐĞĐŽŶĚŐƌŽƵƉ ?ƚŚĞǇƚŽŽĂƌĞŝŶƌĞŵŝƐƐŝŽŶďƵƚƚŚĞǇĞǆƉĞƌŝĞŶĐĞ ‘ĨĂůů-ŽƵƚ ?
from the disease (long-term and/or late effects of cancer and its treatment). 
The third and fourth groups are still classified as survivors but they have either 
developed a second primary cancer or the disease has metastasised.  
 
The permanent survival stage (Mullan 1985, Miller et al. 2008) is sometimes 
referred to as long-term survivorship, a concept also discussed extensively in 
the literature. Historically, survivors have been defined as such when they 
reach five years post-diagnosis. However, increasingly this group are referred 
ƚŽ ĂƐ  ‘ůŽŶŐ-ƚĞƌŵ ƐƵƌǀŝǀŽƌƐ ?(Carter 1993, Gotay and Muraoka 1998, Pedro 
2001, Aziz 2002, Vivar and McQueen 2005, Sugimura and Yang 2006, Aziz 
Acute Transitional 
Extended:  
living with 
cancer 
Extended: 
cancer free 
Extended: 
maintained 
remission 
Permanent: 
secondary 
cancers 
Permanent: 
second 
cancers 
Permanent:  
long-
term/late 
effects 
Permanent: 
cancer free-
free of cancer 
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2007, Bloom et al. 2007, Davies 2009, Foster et al. 2009). Yet, as with the 
definition of cancer survivorship itself, there continues to be confusion and 
ĚĞďĂƚĞ ĂƐ ƚŽ ŚŽǁ ƚŽ ĚĞĨŝŶĞ  ‘ůŽŶŐ-ƚĞƌŵ ? ƐƵƌǀŝǀŽƌƐŚŝƉ(Vivar and McQueen 
2005) ? ^ŽŵĞ ĐŽŵŵĞŶƚĂƚŽƌƐ ƐƵŐŐĞƐƚ DƵůůĂŶ ?Ɛ ƉĞƌŵĂŶĞŶƚ ƐƵƌǀŝǀŽƌƐŚŝƉ ƉŚĂƐĞ
corresponds to three years or more post-diagnosis (Bloom 2002, Hodgkinson 
et al. 2007). However, as shown above, others argue that long-term 
survivorship begins five years or more post-diagnosis. Defining permanent 
survivorship as five years post-diagnosis corresponds with the Lance 
ƌŵƐƚƌŽŶŐ&ŽƵŶĚĂƚŝŽŶ ?Ɛ ‘ĐŚĂƉƚĞƌ ?ŽĨ ‘ůŝǀŝŶŐďĞǇŽŶĚĐĂŶĐĞƌ ? ?
 
Summary - evolution of terminology 
 
dŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ǁĂƐĐŽŝŶĞĚŝŶƚŚĞŵŝĚ-1980s by Fitzhugh Mullan, a 
doctor who had himself been diagnosed with cancer.  Mullan did not feel that 
ƚŚĞ ĨŽĐƵƐ ŽŶ  ‘ĐƵƌĞ ?  ?Žƌ ƚŚĞ ĚŝƐĞĂƐĞ ? ƌĞĨůĞĐƚĞĚ ƚŚĞ ĞǆƉĞƌŝĞŶĐĞ ŽĨ ďĞŝŶŐ
diagnosed with cancer, for example, the effect of treatments, existential 
concerns, etc. - in other words, the life-altering aspects of the disease. His 
ƉƵƌƉŽƐĞŝŶĐŽŝŶŝŶŐƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ǁĂƐƚŽŚĞůƉƉĞŽƉůĞƚĂŬĞĐŽŶƚƌŽů
of their treatment and care, and be more vocal and involved in the decisions 
which would impact their future health and wellbeing. He wanted to 
empower people diagnosed with cancer at a time when they may feel 
powerless.  
 
Around the same time, the media portrayal of cancer was beginning to 
influence the way society perceived those diagnosed with cancer, as well as 
the rhetoric used to describe and define them. It was only in the 1970s that 
doctors began telling patients that they had cancer, which resulted in people 
being more open about the disease, in particular, their feelings and 
experiences of being diagnosed with a life-threatening illness (Holland 2002). 
Holland highlights that this development coincided with significant social 
changes, namely greater optimism about cancer due to improving survival 
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rates and treatments, and celebrities talking about their cancer experiences. 
Through the development of new treatments, improving survival rates and 
people being more willing to discuss their cancer experiences, the perception 
of cancer shifted from that of a secretive, stigmatised death sentence to a 
ĚŝƐĞĂƐĞƐŽŵĞ ‘ƐƵƌǀŝǀŽƌƐ ?ĨĞĞůƉƌŽƵĚƚŽŚĂǀĞŽǀĞƌĐŽŵĞĂŶĚŽƉĞŶůǇƐŚĂƌĞƚŚĞŝƌ
experiences, their stories often being used for advocacy purposes. As Holland 
 ? ? ? ? ? P ? ? ? ?ƉƵƚŝƚ ‘ĐĂŶĐĞƌĐĂŵĞŽƵƚŽĨƚŚĞĐůŽƐĞƚ ? ? 
 
,ŽǁĞǀĞƌ ? ĂƐ ƐƵƌǀŝǀĂů ŽƵƚĐŽŵĞƐ ĐŽŶƚŝŶƵĞ ƚŽ ŝŵƉƌŽǀĞ ? ƚŚĞ ƚĞƌŵ  ‘ĐĂŶĐĞƌ
ƐƵƌǀŝǀŽƌ ?ŚĂƐĂůƐŽďĞĞŶĂĚŽƉƚĞĚďǇƉŽůŝĐǇŵĂŬĞƌƐĂŶĚƌĞƐĞĂƌĐŚĞƌƐ ?ŝŶƉĂƌƚ ?ƚŽ
delineate the population so it can be counted. Today, this is an increasingly 
important consideration because more people are surviving cancer, and for 
longer. Therefore, services need to be planned, research commissioned and 
policies developed to ensure the needs of those affected by cancer are met. 
However, as has been alluded to, different definitions ŽĨĂ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ?
are used in different contexts and for different purposes. The next section 
ĞǆƉůŽƌĞƐŚŽǁƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ŚĂƐďĞĞŶĂƉƉƌŽƉƌŝĂƚĞĚ ? 
 
,Žǁ ?ĂŶĚďǇǁŚŽŵ ?ƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ŚĂƐďĞĞŶĂƉƉƌŽƉƌŝĂƚĞĚ 
 
dŚĞĚĞĨŝŶŝƚŝŽŶŽĨĂ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ǁŝůůĚĞƉĞŶĚŽŶƚŚĞƉƵƌƉŽƐĞĨŽƌǁŚŝĐŚƚŚĞ
terminology is being used, for example, advocacy, research, policy, service 
delivery, etc. This section explores the different contexts within which the 
term is appropriated. 
 
Cancer advocacy  
 
For some, the overall goal of cancer survivorship continues to be to empower 
survivors and their families (Morgan 2009) ? dŚĞ ƚĞƌŵ  ‘ƐƵƌǀŝǀŽƌ ? ƐƵŐŐĞƐƚƐ
 ‘ĂĐƚŝǀĂƚĞĚ ƉĂƚŝĞŶƚƐ ?(Beckjord et al. 2008) who interact with the healthcare 
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system proactively. In England, patient empowerment is key to the success of 
ƚŚĞE^/ ?ƐsŝƐŝŽŶŽĨ  ‘ĂĨƚĞƌĐĂƌĞ ?ĂƐ ŝƚ ƌĞůŝĞƐŽŶƐƵƌǀŝǀŽƌƐ ƚĂŬŝŶŐĂƉĂƌƚŝĐŝƉĂƚŽƌǇ
role in maintaining their health and wellbeing.  
 
Some cancer survivors choose to act as self-advocates, advocates for others 
with cancer or chose to join public advocacy movements. According to 
Zebrack (2001) defining oneself as a cancer survivor can empower them to act 
 W find information, engage in decision-making and facilitate coping. 
Additionally, it can be an empowering experience to give something back, 
sharing experiences with others who have been though something similar 
(Zebrack 2001). Advocacy efforts since the 1980s have led to the survivorship 
ĂŐĞŶĚĂ  ‘ŐĂŝŶŝŶŐ ŵŽŵĞŶƚƵŵ ?  ?>ĞŝŐŚ ?  ? ? ? ? P  ? ? ? ? >ĞŝŐŚ ƌĞĨĞƌƐ ƚŽ ƚŚĞ
ĚĞǀĞůŽƉŵĞŶƚ ŽĨ Ă  ‘ĐƌŝƚŝĐĂů ŵĂƐƐ ? ǁŚŝĐŚ ŵĞĂŶƐ ƚŚĂƚ ƚŚĞ ŝƐƐƵĞ ŽĨ ĐĂŶĐĞƌ
survivorship can no longer be ignored (Leigh 2007). Leigh suggests that 
ĂĚǀŽĐĂƚĞƐ ŚĂǀĞ ĐƌĞĂƚĞĚ Ă ŶĞǁ ƐŽĐŝĂů  ‘ŵŽǀĞŵĞŶƚ ? ďǇ ĐŽŵďŝŶŝŶŐ ƚŚĞ ǁŽƌĚƐ
 ‘ĐĂŶĐĞƌ ?ĂŶĚ ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ?(Leigh 1994, Leigh 2008) ?Ɛ>ĞŝŐŚƉƵƚƐŝƚ ‘ĐŽŶƐƵŵĞƌ
advocates no longer could be ignored as they organised, networked, marched, 
and raised ƚŚĞŝƌ ĐŽůůĞĐƚŝǀĞ ǀŽŝĐĞƐ ƚŽ ďĞ ƉĂƌƚ ŽĨ ŚĞĂůƚŚ ĐĂƌĞ ĚĞďĂƚĞƐ ?  ?>ĞŝŐŚ ?
2008: 246). Higher expectations of surviving cancer, alongside increased 
access to information, have fuelled the cancer survivorship movement (Leigh 
1994) and shift in mindset from viewing a person affected by cancer as a 
 ‘ƉŽǁĞƌůĞƐƐǀŝĐƚŝŵ ? ƚŽĂŶ  ‘ĞŵƉŽǁĞƌĞĚƐƵƌǀŝǀŽƌ ?  ?>ĞŝŐŚ ?  ? ? ? ? P  ? ? ? ? ?ĐĐŽƌĚŝŶŐ
to Leigh, defining themselves was in itself an act of empowerment.  
 
Zebrack (2001) highlights the development of a cancer survivorship 
 ‘ŵŽǀĞŵĞŶƚ ? ǁŚĞƌĞďǇ ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐhave played a key role in the 
development of cancer support and advocacy organisations. He talks of a 
 ‘ŶĞǁďƌĞĞĚŽĨĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ǁŚŽǀŽůƵŶƚĞĞƌ ?ƚĂŬĞƉĂƌƚŝŶƌĞƐĞĂƌĐŚƉƌŽũĞĐƚƐ ?
raise funds, organise community forums, form cancer support groups and 
networks (Zebrack, 2001: 286). For some the term could be used to celebrate 
the changing picture of cancer: that more people are surviving cancer and for 
longer. Survivors also influence government policy. It is argued that the NCCS 
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was instrumental in the establishment of the Office of Cancer Survivorship at 
the US National Cancer Institute in 1996 (Hoffman and Stovall 2006). 
dŚĞƌĞĨŽƌĞ DƵůůĂŶ ?Ɛ ĚĞĨŝŶŝƚŝŽŶ ŽĨ Ă ƐƵƌǀŝǀŽƌ ĂƐ ƐŽŵĞŽŶĞ ĨƌŽŵ ƚŚĞ ƉŽŝŶƚ ŽĨ
ĚŝĂŐŶŽƐŝƐ ŽŶǁĂƌĚƐ ƚŽŽŬ ƚŚĞ ĞŵƉŚĂƐŝƐ ĂǁĂǇ ĨƌŽŵ  ‘ƌĞůǇŝŶŐ ƐŽůĞůǇ ŽŶ ƚŚĞ
agendas of the healthcare communiƚǇ ?  ?>ĞŝŐŚ ?  ? ? ? ? P  ? ? ? ?which has 
traditionally focused on disease outcomes i.e. survival rates. 
 
 ‘^ĞĐŽŶĚĂƌǇƐƵƌǀŝǀŽƌƐ ? 
 
dǁŽŵďůǇ  ? ? ? ? ? ? ƌĞĨĞƌƐ ƚŽ  ‘ƐĞĐŽŶĚĂƌǇ ƐƵƌǀŝǀŽƌƐ ? ǁŚŽ ŝŶĐůƵĚĞ ĨĂŵŝůǇ ? ĨƌŝĞŶĚƐ ?
caregivers and colleagues. They have often gone through the cancer 
ĞǆƉĞƌŝĞŶĐĞ ǁŝƚŚ ƚŚĞ ƉĞƌƐŽŶ ĚŝĂŐŶŽƐĞĚ ? Žǁ  ? ? ? ? ? P  ? ? ? ? ĂƌŐƵĞƐ  ‘ƚŚĞ
experience of surviving is also a shared one within families. This points to the 
need for inclusion of family members in the process of surviving and 
determining their meaning of survŝǀŝŶŐƚŚĞŝůůŶĞƐƐ ? ?dŚĞǇƚŽŽĐŽƵůĚďĞƐĂŝĚƚŽ
ŚĂǀĞ  ‘ƐƵƌǀŝǀĞĚ ?ƚŚĞƐŚŽĐŬŽĨĚŝĂŐŶŽƐŝƐ ?ƚŚĞƐŝĚĞĞĨĨĞĐƚƐŽĨƚƌĞĂƚŵĞŶƚĂŶĚƚŚĞ
uncertainty of life post-ƚƌĞĂƚŵĞŶƚ ?,ŽǁĞǀĞƌ ?ƌĞĨĞƌƌŝŶŐƚŽƚŚĞŵĂƐ  ‘ƐĞĐŽŶĚĂƌǇ
ƐƵƌǀŝǀŽƌƐ ? ŚŝŐŚůŝŐŚƚƐ ƚŚĂƚ ƚŚĞǇ ŚĂǀĞ ŶŽƚ ŐŽŶĞ ƚŚƌŽƵŐŚ ƚhe same physical, 
emotional, social and spiritual experience as the person diagnosed with 
cancer, and thus suggests that they should not be labelled in the same way.  
 
dŚĞ ƚĞƌŵ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ŵĂǇ ŚĞůƉ ƚŚĞƐĞ  ‘ƐĞĐŽŶĚĂƌǇ ƐƵƌǀŝǀŽƌƐ ? ĐŽŵĞ ƚŽ
terms with the fact that someone close to them has been diagnosed and 
treated for a life-threatening illness. Research, explored in greater depth in 
Chapter 3, highlights that there is a socially acceptable way for cancer 
survivors to act post-treatment (Little et al. 1998, Little et al. 2002, Little 2004, 
Little and Sayers 2004b, McKenzie and Crouch 2004). Kaiser discusses the 
 ‘ůĂŶŐƵĂŐĞ ŽĨ ƐƵƌǀŝǀŽƌƐŚŝƉ ? ? ŚŽǁ ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐ ĂƌĞ ĞǆƉ ĐƚĞĚ ƚŽ  ‘ĨŝŐŚƚ ƚŚĞ
ŐŽŽĚ ĨŝŐŚƚ ? ? ďĂƚƚůĞ ƚŚĞ ĚŝƐĞĂƐĞ ? ǁĂŐĞ Ă ǁĂƌ ŽŶ ĐĂŶĐĞƌ ǁŚŝůƐƚ ŵĂŝŶƚĂŝŶŝŶŐ Ă
positive outlook (Kaiser, 2008: 81). Not only is this thought to benefit the 
cancer survivor in terms of positive adjustment and quality of life post-
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treatment but it also helps family and friends feel less anxious and concerned 
ĂďŽƵƚŶŽƚũƵƐƚƚŚĞĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ƐĨƵƚƵƌĞ ?ďƵƚĂůƐŽƚŚĞŝƌŽǁŶ ? 
 
^Ž ?ŝŶƚŚŝƐƐĞŶƐĞ ?ƚŚĞƚĞƌŵ ‘ƐƵƌǀŝǀŽƌ ? ŝƐĂƐŵƵĐŚĨŽƌĨĂŵŝůǇĂŶĚĨƌŝĞŶĚƐĂƐŝƚ ŝƐ
for the cancer survivor. Problems arise, however, if cancer survivors find it 
difficult or impossible to maintain such a positive outlook or seek to find 
meaning from the experience (Little et al. 2002, Little and Sayers 2004b, 
McKenzie and Crouch 2004, Kaiser 2008). This can lead to unwelcome feelings 
ŽŶ ƚŚĞ ƉĂƌƚ ŽĨ  ‘ƐĞĐŽŶĚĂƌǇ ƐƵƌǀŝǀŽƌƐ ? ?   ‘ŵŝƐŵĂƚĐŚ ? ŽĨ Ğŵ ƚŝŽŶƐ ĂŶĚ ĨƵƚƵƌĞ
ƉůĂŶƐ ĐĂŶ ůĞĂĚ ƚŽ  ‘ƐŽĐŝĂů ĚŝƐƚĂŶĐŝŶŐ ? ŝŶ ĐůŽƐĞ ƌĞůĂƚŝŽŶships (McKenzie and 
Crouch, 2004: 143).  
 
The impact of cancer on relationships, as well as the experience of 
survivorship from the perspective of both the survivor and their significant 
others will be explored further in Part 2 of the literature review and in the 
analysis.  
 
Healthcare professionals  
 
dƌĂĚŝƚŝŽŶĂůůǇ ? ƚŚĞ ŵĞĚŝĐĂů ĐŽŵŵƵŶŝƚǇ ĚĞĨŝŶĞĚ Ă ƐŽŵĞŽŶĞĂƐ Ă  ‘ĐĂŶĐĞƌ
ƐƵƌǀŝǀŽƌ ? ŝĨ ƚŚĞǇŚĂĚ ďĞĞŶĚŝƐĞĂƐĞ-free for five or more years (Mullan 1985, 
Dow 1990, Hodgkinson et al. 2007, Miller et al. 2008). The five-year marker is 
a) in reference to survival statistics; b) clinically relevant as individuals are at a 
lower risk of recurrence and c) the point when clinical follow-up typically 
ƐƚŽƉƐ ?ƌĞĂĚĞŶ ? ? ? ? ? ?ƌĞĨĞƌƐƚŽƚŚŝƐĂƐ ‘ƐƵƌǀŝǀĂůĂƐƚŝŵĞ ?  ? ? ? ? ? P ?78). Therefore 
healthcare professionals tend to describe survivorship in a biomedical sense. 
 ‘^ƵƌǀŝǀĂůĂƐƚŝŵĞ ? ŝƐƵƐĞĨƵů ĨŽƌƋƵĂŶƚŝƚĂƚŝǀĞĂŶĂůǇƐŝƐďƵƚ  ‘ŽŶůǇƚĞůůƐƉĂƌƚŽĨƚŚĞ
ƐƚŽƌǇ ?  ?^ƚĞƉŚĞŶƐ ?  ? ? ? ? P  ? ? ? ? /ƚĚŽĞƐŶŽƚĚĞƐĐƌŝďĞƚŚŵĞĂŶŝŶŐƉĞŽƉůĞŐŝǀĞƚŽ
their illness or how they cope post-treatment (Wallwork and Richardson 1994, 
Breaden 1997, Stephens 2004). Kleinman (1988), himself a healthcare 
professional, advocated listening to patient stories, to understand their illness 
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experience and incorporate this understanding into clinical practice  W a 
biopsychosocial model of care. With this in mind, even if clinicians define 
ƐŽŵĞŽŶĞĂƐĂ ‘ƐƵƌǀŝǀŽƌ ?ĂƐƐŽŵĞŽŶĞǁŚŽŚĂƐďĞĞŶĚŝƐĞĂƐĞ-free for five years, 
discussions ĂďŽƵƚ ? ĂŶĚ ƉůĂŶŶŝŶŐ ĨŽƌ ? ƚŚĞ  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ƉĞƌŝŽĚ ? ƐŚŽƵůĚ ďĞŐŝŶ
during the diagnosis and treatment phase of the cancer trajectory. This is to 
ensure that the treatment plan, and potential side effects of treatment, are 
considered within the context of thĞ ƉĂƚŝĞŶƚ ?Ɛ ǁŝĚĞƌ ůŝĨĞ ƐƚŽƌǇ ? /ƐƐƵĞƐ ƚŽ
ĐŽŶƐŝĚĞƌŝŶĐůƵĚĞǁŚĂƚŝŵƉĂĐƚƚƌĞĂƚŵĞŶƚŵŝŐŚƚŚĂǀĞŽŶƚŚĞƉĂƚŝĞŶƚ ?ƐĂďŝůŝƚǇƚŽ
live a healthy and active life, and what information and support that patient 
might need to do so, post-treatment. 
 
Policy makers 
 
In 2007, the Department of Health launched the Cancer Reform Strategy, 
which set a clear direction for cancer services in England (Department-of-
Health 2007) ? dŚĞ ^ƚƌĂƚĞŐǇ ŝŶĐůƵĚĞĚ Ă ĐŚĂƉƚĞƌ ŽŶ  ‘>ŝǀŝŶŐ ǁŝƚŚ ĂŶĚ ďĞǇŽŶĚ
ĐĂŶĐĞƌ ?ǁŚŝĐŚ ?ŝŶůŝŐŚƚŽĨƚŚĞŝŶĐƌĞĂƐŝŶŐŶƵŵďĞƌŽĨĐĂŶĐĞƌsurvivors in England, 
highlighted the importance of identifying the information, support and service 
needs of cancer survivors. To support the survivorship agenda in England, the 
National Cancer Survivorship Initiative (NCSI) was established in 2008. The aim 
of the NCSI is to ensure survivors get the care and support they need to lead 
healthy and active lives, for as long as possible. This mirrors the goal of the US 
KĨĨŝĐĞ ŽĨ ĂŶĐĞƌ ^ƵƌǀŝǀŽƌƐŚŝƉ ? ǁŚŝĐŚ ŝƐ  ‘ƚŽ ĨŽĐƵƐ ŽŶ ƚŚĞ ŚĞĂůƚŚ ĂŶĚ ůŝĨĞ ŽĨ Ă
person with a history of cancer beyond the acute diagnosis and treatment 
ƉŚĂƐĞ ?(Aziz 2007). Therefore, the policy focus appears to be on what happens 
to people once they have completed treatment. One of the most pressing 
ŝƐƐƵĞƐǁĂƐƚŚĂƚ ?ƵŶƚŝůƌĞůĂƚŝǀĞůǇƌĞĐĞŶƚůǇ ?ǁĞĚŝĚŶŽƚŬŶŽǁŚŽǁŵĂŶǇ ‘ĐĂŶĐĞƌ
ƐƵƌǀŝǀŽƌƐ ? ƚŚĞƌĞ ǁĞƌĞ ? /ƚ ǁĂƐ ŽŶůǇ ŝŶ  ? ? ? ? ƚŚĂƚ ĨŝŐƵƌĞƐ ŽŶ ƚŚĞ number of 
 ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐ ?  ?ƉĞŽƉůĞ ůŝǀŝŶŐ ĂĨƚĞƌ Ă ĐĂŶĐĞƌ ĚŝĂŐŶŽƐŝƐ ? ǁĞƌĞ ƉƵďůŝƐŚĞĚ ŝŶ
the UK (Maddams et al. 2009). Only then could policy makers, alongside 
ĐůŝŶŝĐŝĂŶƐ ? ƌĞƐĞĂƌĐŚĞƌƐ ĂŶĚ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐ ? ƚŚĞŵƐĞůǀĞƐ ? ďĞŐŝŶ ƚŽ ƉůĂŶ ƚŚĞ
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 ‘ĂĨƚĞƌĐĂƌĞ ? ĨŽƌĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐƚŽĞŶƐƵƌĞƚŚĞŝƌŽŶŐŽŝŶŐŚĞĂůƚŚĂŶĚǁĞůůďĞŝŶŐ
post-treatment. However, clarity of definition is vital when presenting figures 
ŽŶ ƚŚĞ ŶƵŵďĞƌ ŽĨ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐ ? ?For example, the US Office of Cancer 
^ƵƌǀŝǀŽƌƐŚŝƉŝŶĐůƵĚĞƐĨĂŵŝůǇŝŶƚŚĞŝƌĚĞĨŝŶŝƚŝŽŶŽĨĂ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ďƵƚĚŽĞƐ
not include them in statistics.  
 
The research community 
 
sĂƌŝŽƵƐ ĚĞĨŝŶŝƚŝŽŶƐ ŽĨ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ĂƌĞ ƵƐĞĚ ďǇ ƌĞƐĞĂƌĐŚĞƌƐ ĂŶĚ ? ŽŶ
occasion, not consistently within the same research projects! For example, a 
five-year longitudinal project funded by the US National Cancer Institute on 
long-term cancer survivors produced several papers (Bowman et al. 2003, 
Deimling et al. 2006b). There are inconsistencies in the papers regarding the 
ĚĞĨŝŶŝƚŝŽŶŽĨĂ  ‘ůŽŶŐ-ƚĞƌŵ ? ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? /ŶŽŶĞ ƉĂƉĞƌ ŝƚǁĂƐ ĨŝǀĞǇĞĂƌƐŽƌ
more post-diagnosis (Deimling et al. 2006b) yet in another it was five years or 
more post-treatment (Bowman et al. 2003). In the Bowman et al. (2003) study 
one of the variables used in staƚŝƐƚŝĐĂůŵŽĚĞůůŝŶŐǁĂƐ ‘ǇĞĂƌƐŽĨƐƵƌǀŝǀŽƌƐŚŝƉ ? ?Ă
self-reported measure of current age minus age at diagnosis) which does not 
correspond to their definition of long-term survivorship as five years or more 
post-treatment. This example demonstrates the importance of clarity and 
consistency in terms used. A multitude of definitions makes comparison of 
findings across studies problematic. 
 
ŽĞƐƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ƌĞƐŽŶĂƚĞǁŝƚŚƚŚŽƐĞƚŽ ǁŚŽŵŝƚĂƉƉůŝĞƐ ? 
 
Despite the widespread use of the term today, not all so-ĐĂůůĞĚ  ‘ĐĂŶĐĞƌ
ƐƵƌǀŝǀŽƌƐ ?ĂƌĞŚĂƉƉǇǁŝƚŚƚŚĞůĂďĞůďĞƐƚŽǁĞĚƵƉŽŶƚŚĞŵ ?/ŶĚĞĞĚ ?>ĞŝŐŚ ? ? ? ? ? P
 ? ? ? ? ƐƵŐŐĞƐƚƐ ƚŚĂƚ ŵĂŶǇ ƐƵƌǀŝǀŽƌƐ  ‘ůŽĂƚŚĞ ? ƚŚĞ ƚĞƌŵ ?dǁŽŵďůǇ  ? ? ? ? ? ?
highlighted that patient organisations in the USA, such as the American 
Cancer Society and National Breast Cancer Coalition (NBCC), are not 
  
  33   
ŶĞĐĞƐƐĂƌŝůǇŚĂƉƉǇƵƐŝŶŐƚŚĞƚĞƌŵĂƐŝƚ ‘ĐĂŶďĞƵƐĞĚƚŽƐƵŐŐĞƐƚŵŽƌĞƐƵĐĐĞƐƐŝŶ
ǁŝŶŶŝŶŐƚŚĞǁĂƌŽŶĐĂŶĐĞƌƚŚĂŶŝƐǁĂƌƌĂŶƚĞĚ ? ?dǁŽŵďůǇ ? ? ? ? ? P ? ? ? ? ? ?dĂŬŝŶŐ
breast cancer survivors as an example, the NBCC President, Fran Visco, said 
ƚŚĂƚĚĞĨŝŶŝŶŐĂďƌĞĂƐƚĐĂŶĐĞƌƐƵƌǀŝǀŽƌĂƐƐƵĐŚ ‘ƉĂŝŶƚƐŵŽƌĞŽĨĂƉƌĞƚƚǇƉŝĐƚƵƌĞ
ŽĨ ďƌĞĂƐƚ ĐĂŶĐĞƌ ƚŚĂŶ ĞǆŝƐƚƐ ? ĂŶĚ ƚŚĂƚ  ‘ƚŚĞƌĞ ŝƐ Ă ůŽƚ ŽĨ ĐŽŶƚĞŶƚŝŽŶ ĂŵŽŶŐ
ǁŽŵĞŶ ǁŝƚŚ ďƌĞĂƐƚ ĐĂŶĐĞƌ ĂďŽƵƚ ǁŚĂƚ ůĂďĞů ǁĞ ƐŚŽƵůĚ ƵƐĞ ?  ?sŝƐĐŽ ĐŝƚĞĚ ŝŶ
Twombly, 2004: 1415). The label does not sit well with many due to the fact 
that life after a cancer diagnosis can be challenging. People live with the life-
ĂůƚĞƌŝŶŐ ĞĨĨĞĐƚƐ ŽĨ ƚŚĞ ĚŝƐĞĂƐĞ ĂŶĚ ŝƚƐ ƚƌĞĂƚŵĞŶƚ ? dŚĞ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ůĂďĞů
may make some people feel inferior, or that they have failed in some way, 
WĞŽƉůĞŵĂǇŶŽƚĨĞĞůƚŚĞǇĐĂŶĐĂůůƚŚĞŵƐĞůǀĞƐĂ ‘ƐƵƌǀŝǀŽƌ ?ŝĨƚŚĞǇĚŽŶŽƚĨŝƚƚŚĞ
ƉƌŽĨŝůĞŽĨĂ  ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? PƐŽŵĞŽŶĞĨŝƚĂŶĚŚĞĂůƚŚǇ ?ǀŽůƵŶƚĞĞƌŝŶŐ ?ŚĞůƉŝŶŐ
others, fundraising, etc.  
 
Kaiser (2008) suggests that the survivor identity does not reflect the 
experience of women with breast cancer. She argues that there is a danger 
that public perception, often fuelled by the media, can have a negative effect 
on women (Kaiser 2008). Individuals are expected to approach their cancer 
with a positive attitude - to be happy, healthy, feminine and return to fulfilling 
lives and roles. Women are discouraged from showing the physical impact of 
their treatment, and encouraged to bury their emotions. The impact of 
 ‘ƉƌĞƚĞŶĚŝŶŐ ƚŽ ďĞ ǁĞůů ? ĐĂŶ ďĞ ůŝĨĞ-changing, as women who disguise their 
suffering may suffer emotionally as a result (Kaiser, 2008: 81). Kaiser found 
ƚŚĂƚ ?ĚĞƐƉŝƚĞƚŚĞƉŽƐŝƚŝǀĞĐŽŶŶŽƚĂƚŝŽŶƐŝŵƉůŝĞĚďǇƚŚĞůĂďĞů ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?
some women actively rejected the label as they did not want to be defined by 
their illness. She also found that it alienated women who a) struggled with the 
ƚŚƌĞĂƚŽĨƌĞĐƵƌƌĞŶĐĞĂŶĚƚŚƵƐĚŝĚŶŽƚĨĞĞůƚŚĂƚƚŚĞǇŚĂĚĂĐƚƵĂůůǇ ‘ƐƵƌǀŝǀĞĚ ? ?ď ?
felt that cancer had not been that severe and therefore did not warrant the 
ƐƵƌǀŝǀŽƌŝĚĞŶƚŝƚǇŽƌĐ ?ĚĞƐŝƌĞĚĂ ‘ƉƌŝǀĂƚĞĚŝƐĞĂƐĞĞǆƉĞƌŝĞŶĐĞ ? ?<ĂŝƐĞƌ ? ? ? ? ? P ? ? ? ?
 
Pressure is placed on people living after a cancer diagnosis to project a 
positive image. In Western culture, an individual cannot be seen to be a victim 
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ŽŶĐĞƚŚĞƉĞƌĐĞŝǀĞĚ ‘ƐŝĐŬƌŽůĞ ?ŝƐŽǀĞƌ ?ƐƐƵĐŚ ?ƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ǁĂƐ
designed to be an empowering concept. But what if an individual affected by 
cancer cannot, or does not, feel like a survivor due to any number of physical, 
psychological or social consequences experienced as a result of cancer and its 
ƚƌĞĂƚŵĞŶƚ ?<ĂŝƐĞƌĨŽƵŶĚƚŚĂƚƐŽŵĞǁŽŵĞŶĂĐƚŝǀĞůǇ ‘ĐƌĂĨƚĞĚ ?ŶĞǁŝůůŶĞƐƐůĂďĞůƐ
ŝŶƌĞƐƉŽŶƐĞƚŽƚŚĞŝƌƌĞũĞĐƚŝŽŶŽĨƚŚĞ ‘ƐƵƌǀŝǀŽƌ ?ŝĚĞŶƚŝƚǇ ?<ĂŝƐĞƌ ? ? ? ? ? P ? ? ? ? 
 
ůƚĞƌŶĂƚŝǀĞůĂďĞůƐƌĞƉŽƌƚĞĚŝŶƚŚĞůŝƚĞƌĂƚƵƌĞŝŶĐůƵĚĞ P ‘ƉĞŽƉůĞůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ?
 ?ŵĞƌŝĐĂŶ ĂŶĐĞƌ ^ŽĐŝĞƚǇ ? ?  ‘ƉŽƐƚ-ƚƌĞĂƚŵĞŶƚ ƐƵƌǀŝǀŽƌƐ ?(Meneses et al. 2007, 
Jefford et al. 2008) ?  ‘ĐŽ-ĞǆŝƐƚŝŶŐǁŝƚŚĐĂŶĐĞƌ ?(Kaiser 2008) ?  ‘ǁĂƌƌŝŽƌƐ ?(Kaiser 
2008) ?  ‘ƚŚƌŝǀĞƌƐ ?(Dow 1990, Bloom 2002) ?  ‘ĐĂŶĐĞƌ ƉŽƐƚ-ƉĂƚŝĞŶƚƐ ?(McKenzie 
and Crouch 2004) ?  ‘ůŝǀŝŶŐ ǁŝƚŚ ĐĂŶĐĞƌ ?  ?DĂĐŵŝůůĂŶ ĂŶĐĞƌ ^ƵƉƉŽƌƚ ? ?  ‘ůŝǀŝŶŐ
ďĞǇŽŶĚ ĐĂŶĐĞƌ ?  ?DĞŵŽƌŝĂů ^ůŽĂŶ <ĞƚƚĞƌŝŶŐ ĂŶĐĞƌ ĞŶƚĞƌ ? ĂŶĚ  ‘ůŝǀŝŶŐ ǁŝƚŚ ?
ƚŚƌŽƵŐŚĂŶĚďĞǇŽŶĚĐĂŶĐĞƌ ?(Leigh and Logan 1991, Leigh 1994, Leigh 2008). 
 ŵŝŶŽƌŝƚǇ ƉƌĞĨĞƌ ƚŽ ďĞ ƌĞĨĞƌƌĞĚ ƚŽ ĂƐ  ‘ǀŝĐƚŝŵƐ ?(Twombly 2004, Park et al. 
2009) Žƌ ‘ƐƵĨĨĞƌĞƌƐ ?(Leigh 2008). A recent UK-based study suggested that we 
ĐŽŶƐŝĚĞƌƵƐŝŶŐ ‘ĚĞƐĐƌŝƉƚŝǀĞƚĞƌŵƐ ?ƚŽĚĞƐĐƌŝďĞƚŚŝƐƉŽƉƵůĂƚŝŽŶ ?ƐƵĐŚĂƐ ‘ƉĞŽƉůĞ
ǁŚŽ ǁĞƌĞ ĚŝĂŐŶŽƐĞĚ ǁŝƚŚ ĐĂŶĐĞƌ ĨŝǀĞ ǇĞĂƌƐ ĂŐŽ ?  ?<ŚĂŶet al., 2012: 184). A 
more in-ĚĞƉƚŚ ĂĐĐŽƵŶƚ ŽĨ ƉĞƌĐĞƉƚŝŽŶƐ ŽĨ ƚŚĞ  ‘ƐƵƌǀŝǀŽƌ ? ůĂďĞůĂŶĚ ǁŚĞƚŚĞƌ
ŝŶĚŝǀŝĚƵĂůƐĂĚŽƉƚƚŚĞ ‘ƐƵƌǀŝǀŽƌ ?ŝĚĞŶƚŝƚǇĂƌĞĞǆƉůŽƌĞĚĨƵƌƚŚĞƌŝŶŚĂƉƚĞƌƐ ? ? ?, 
9 and 10.  
 
UƐĞŽĨƚŚĞƚĞƌŵƐ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ĂŶĚ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ?is common place 
today, ĚĞƐƉŝƚĞƐŽŵĞ ‘ďĂĐŬůĂƐŚ ?ďǇƚŚŽƐĞƚŽǁŚŽŵƚŚĞůĂďĞůƌĞĨĞƌƐ ?  As Khan et 
al. (2012) have stated with respect to the NCSI, new pathways of aftercare 
have been developed using a label and definition of a  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ƚŚĂƚ
does not always resonate with the population it aims to support. As shall be 
discussed further in this thesis, people living after a cancer diagnosis may not 
identify with the terminology used to define them and, consequently, may not 
use services that have been designed to support them because they do not 
think they are relevant.  
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Summary 
 
With improved screening, and thus earlier detection, along with more 
effective treatments, cancer survival rates continue to improve. More people 
are surviving cancer, and for longer, which has led to the increasing adoption 
ŽĨƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?tŚŝůƐƚƉĞŽƉůĞĐĂŶƐƵƌǀŝǀĞĐĂŶĐĞƌƚŽĚĂǇ ?ƚŚŝƐ ŝƐ
sometimes at a cost to the individual and those close to them. Cancer and its 
treatment can affect physical, psychological and social functioning. As a result, 
the disease can be life-altering as well as life-threatening. Therefore, on the 
one hand, cancer survivorship focuses on treating the disease and emphasises 
length of survival. However, more recently, there has been a shift in emphasis 
to focusing on the quality of survival and how an individual survives the illness 
experience, as well as the disease itself.  
 
<ĂŝƐĞƌ ƌŝŐŚƚůǇĚĞƐĐƌŝďĞƐ ƚŚĞ ƚĞƌŵ  ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ĂƐ  ‘ƵďŝƋƵŝƚŽƵƐ ?  ? ? ? ? ? P  ? ? ? ?
Various definitions are used by clinicians, researchers, policy makers and 
advocacy organisations. Yet, it is for this very reason that the term has 
become confused and contested. Whereas the term was originally meant to 
empower patients to become actively involved in their healthcare, it has now 
been adopted by researchers, clinicians and policy makers as a way to 
categorise this population so they can be counted and studied. As a result, 
there is debate regarding who ŝƐĂ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?when someone becomes 
Ă ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ĂŶĚǁŚĞƚŚĞƌƚŚĞƚĞƌŵĞǀĞŶƌĞƐŽŶĂƚĞƐǁŝƚŚƚŚŽƐĞƚŽǁŚŽŵ
it refers.  
 
Doyle (2008) has argued that survivorship is a process that begins at 
diagnosis. The literature clearly supports the conceptualisation of survivorship 
as a process. Indeed, models developed by Mullan (1985), The Lance 
Armstrong Foundation (2004), Feuerstein (2007a; 2007b) and Miller et al. 
(2008) demonstrate how survivors move through various stages or transition 
points along a survivorship trajectory. However, the idea that survivorship 
begins at diagnosis is contested. The crux of the debate rests on whether an 
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individual is a cancer survivor from the point of diagnosis, or on treatment 
completion, and consensus is yet to be reached. What we can say is that a 
diagnosis of cancer initiates a survivorship trajectory, which is specific to the 
individual and persists for the rest of their life (Zebrack 2000a). Zebrack 
 ? ? ? ? ?Ă P  ? ? ? ? ĚĞƐĐƌŝďĞƐ ƐƵƌǀŝǀŽƌƐŚŝƉ ĂƐ Ă  ‘ĐŽŶƚŝŶƵĂů ? ĚǇĂŵŝĐ ĂŶĚ ĞǀĞƌ-
ĐŚĂŶŐŝŶŐƉƌŽĐĞƐƐ ?ĂůƐŽ ĚĞĨŝŶĞĚĂƐ  ‘ƚŚĞ ĞǆƉĞƌŝĞŶĐĞ ŽĨ ůŝǀŝŶŐǁŝƚŚ ? ƚŚƌŽƵŐŚ ?Žƌ
ďĞǇŽŶĚĐĂŶĐĞƌ ? ?ƚƚŚĞǀĞƌǇůĞĂƐƚ ?ĚŝƐĐƵƐƐŝŽŶƐĂďŽƵƚƐ ƌǀŝǀŽƌƐŚŝƉĐĂƌe should 
begin at diagnosis because issues that may arise post-treatment, such as long-
term and late effects of treatment, should be planned for during the acute 
phase of the trajectory P  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ĐĂƌĞ ? ? ?ĐŽŵŵĞŶĐĞƐ Ăƚ ĚŝĂŐŶŽƐŝƐ ĂŶĚ
continues throughout ƚŚĞƐƵƌǀŝǀŽƌ ?Ɛ ůŝĨĞ ŝŶŽƌĚĞƌƚŽŽƉƚŝŵŝƐĞƚŚĞŝƌŽƵƚĐŽŵĞƐ ?
(Phillips and Currow, 2010: 50).  
 
Study definitions 
 
For the purposes of clarity, Khan et al. (2012) argue that context-specific 
 ‘ŽƉĞƌĂƚŝŽŶĂů ĚĞĨŝŶŝƚŝŽŶƐ ? ŽĨ Ă  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ƐŚŽƵůĚ ďĞ ĞŵƉůŽǇĞĚ ?Indeed, 
>ĞŝŐŚ ? ? ? ? ? P ? ? ? ?ƐƵŐŐĞƐƚƐƚŚĂƚ ‘ƚŚĞĞĂƐŝĞƐƚǁĂǇƚŽĚĞ ůǁŝƚŚƚŚĞĐŽŶƚƌŽǀĞƌƐǇ
is to define the terms depending on the program, project, or population being 
ƐĞƌǀĞĚ ? ? dŚĞƌĞĨŽƌĞ ? ďĂƐĞĚ ŽŶ ƚŚŝƐ ůŝƚĞƌĂƚƵƌĞ ƌĞǀŝĞǁ ? / ŚĂǀĞ ĚĞǀĞůŽƉĞĚ
ĚĞĨŝŶŝƚŝŽŶƐ ŽĨ Ă  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ĂŶĚ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐŚŝƉ ? ƚŽ ĞŶĂďůĞ ŵĞ ƚŽ
define the population to be studied. I make the distinction between the terms 
 ‘ƐƵƌǀŝǀŽƌ ? ĂŶĚ  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ƚŽ ƉƌŽǀŝĚĞ ĐůĂƌŝƚǇ ŝŶ ƵƐĞ ŽĨ ƚĞƌŵŝŶŽůŽŐǇ ? dŚĞ
definitions presented here are done so whilst acknowledging that not all 
participants will identify, or define, themselves in the same way.  
 
Cancer survivor: an adult diagnosed with cancer who has finished primary 
treatment. A broad definition such as this is not always helpful as it does not 
account for the differing needs and experiences of those who have completed 
treatment. Therefore,  ‘survivors ? can be classified as:  
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1) Disease-free13 (they have a good prognosis, but live with the possibility of 
recurrence. They may also be undergoing treatment to reduce the risk of 
recurrence) or,  
 
2) Living with active disease (living with, and being treated for a recurrence, 
second primary cancer or metastatic disease. They are not in the terminal 
stages of illness)  
 
Based on the work of Miller et al. (2008) disease-free cancer survivors can be 
further categorised: 
 
x Cancer free-ĨƌĞĞ ŽĨ ĐĂŶĐĞƌ  ?ůŝƚƚůĞ  ‘ĨĂůů-ŽƵƚ ? ĨƌŽŵ ĐĂŶĐĞƌ ĂŶĚ ŝƚƐ
treatment) 
x Cancer free-ŶŽƚĨƌĞĞŽĨĐĂŶĐĞƌ  ?ĞǆƉĞƌŝĞŶĐĞ ‘ĨĂůů-ŽƵƚ ?ĨƌŽŵĐĂŶĐĞƌƐƵĐŚ
as late and long-term effects of treatment)  
 
Cancer survivorship: dŚĞƚĞƌŵ ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ?ŝƐƵƐĞĚŝŶǀĂƌŝŽƵƐĐŽŶƚĞǆƚƐ ? It is a 
phase of the cancer trajectory, which begins post-treatment. The term 
 ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ŚĂƐ ďĞĞŶ ĂƉƉƌŽƉƌŝĂƚĞĚ ďǇ ƉŽůŝĐǇŵĂŬĞƌƐ ?ĐůŝŶŝĐŝĂŶƐ ĂŶĚ
researchers to delineate a broad trajectory that  ‘survivors ? follow. Whilst the 
trajectory is specific to the individual, it is said to include transitional, 
extended and long-term phases (Figure 2.6).  
 
x Transitional survivorship (end of treatment to c. 2 years post-
treatment) 
 
dŚŝƐ ŝƐ Ă ƉĞƌŝŽĚ ŽĨ  ‘ǁĂƚĐŚĨƵů ǁĂŝƚŝŶŐ ? ? ǁŚĞƌĞ ƌŝƐŬ ŽĨƌĞĐƵƌƌĞŶĐĞ ŝƐ ŐƌĞĂƚĞƐƚ ?
 ‘Survivors ? experience fear of recurrence and uncertainty, whilst attempting 
to  ‘ƌĞ-ĞŶƚĞƌ ?  “ŶŽƌŵĂů ? ůŝĨĞ ? ^ŽŵĞ ŵĂǇ ĞǆƉĞƌŝĞŶĐĞ ůŽŶŐ-term effects of 
treatment. 
                                                        
13
 Disease-free refers to free of cancer. Participants may have co-morbidities that existed 
prior to cancer, or developed subsequently, possibly as a consequence of cancer treatment. 
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x Extended survivorship (c. 2-5 years post-treatment) 
 
 ‘Survivors ? may continue to experience late and long-term effects of cancer 
and its treatment, but the risk of recurrence is reduced. Health promotion and 
lifestyle changes are sometimes adopted
14
.  
 
x Long-term survivorship (c. 5+ years post-treatment)  
 
The cancer experience may be incorporated into daily life.  ‘Survivors ? are 
ĂĚũƵƐƚŝŶŐ ƚŽ Ă  ‘ŶĞǁ ŶŽƌŵĂů ? ? ĨŽĐƵƐŝŶŐ ŽŶ ŽƚŚĞƌ ĂƐƉĞĐƚƐ ŽĨ ůŝǀŝŶŐ ? ZŝƐŬ ŽĨ
recurrence is low, but  ‘survivors ? may still experience late and long-term 
effects of treatment. Health promotion activities continue
15
.  
 
Figure 2.6: Cancer survivorship model used in the study 
 
 
Feuerstein (2007b) suggests it is preferable to provide data on the duration of 
time since treatment completion, rather than diagnosis, due to differing 
treatment lengths. Therefore the length of each survivorship phase in my 
                                                        
14
 What the Lance Armstrong Foundation (2004) ƌĞĨĞƌƐƚŽĂƐ ‘ůŝǀŝŶŐƚŚƌŽƵŐŚ ?ĐĂŶĐĞƌ. 
15
 What the Lance Armstrong Foundation (2004) ƌĞĨĞƌƐƚŽĂƐ ‘ůŝǀŝŶŐďĞǇŽŶĚ ?ĐĂŶĐĞƌ. 
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model is measured by time since treatment completion. This also reflects the 
ĚĞĨŝŶŝƚŝŽŶŽĨĂ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ƚŽďĞƵƐĞĚŝŶƚŚĞƐƚƵĚǇ ?dŝŵĞƐĐĂůĞƐĂƌĞůŝŬĞůǇ
to vary from individual to individual but those presented in Figure 2.6 reflect 
the work of Feuerstein (2006, 2007) and Miller et al. (2008). It is beyond the 
scope of this thesis to explore the salience of these phases to the individual, 
or the timescales of movement from one stage to another.  
 
Whilst I define a  ‘cancer survivor ? as an individual who has completed primary 
treatmeŶƚ ?  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? is also a process that begins at diagnosis. This is 
because issues and concerns that may arise post-treatment should be 
considered during the acute phase of diagnosis and treatment. As such, 
 ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ĂůƐŽ ĨŽĐƵƐĞƐ ŽŶ ƚŚĞexperience of being a  ‘survivor ?. This 
definition has been adopted by advocacy organisations through which a 
ƐƵƌǀŝǀŽƌƐŚŝƉ  ‘ŵŽǀĞŵĞŶƚ ? ŚĂƐ ďĞĞŶ ĞƐƚĂďůŝƐŚĞĚ ? ǁŚŝĐŚ ĂŝŵƐ ƚŽ empower 
patients to push for better treatment and care. 
 
Conclusions and next steps 
 
As mentioned in the Introduction (Chapter 1), there are nearly fourteen 
million cancer survivors in the USA (American-Cancer-Society 2012). Sixty-four 
percent of these were diagnosed over five years ago. There are approximately 
two million cancer survivors in the UK. Of these, 1.24 million were diagnosed 
more than five years ago (Maddams et al. 2009)
16
. These statistics support 
>ĞŝŐŚ ?Ɛ  ? ? ? ? ? ?ĂƐƐĞƌƚŝŽŶƚŚĂƚƚŚĞƉŽƉƵůĂƚŝŽŶŐĞŶĞƌĂƚŝŶŐƚŚĞŵŽƐƚĚĞďĂƚĞĂŶĚ
needing most attention is long-term cancer survivors. Therefore, this study is 
interested in exploring the experience of disease-free individuals in the long-
ƚĞƌŵƐƵƌǀŝǀŽƌƐŚŝƉƉŚĂƐĞ ?A? ?ǇĞĂƌƐƉŽƐƚ-treatment). Chapter 3 seeks to further 
ũƵƐƚŝĨǇ ƚŚĞ ƐƚƵĚǇ ?Ɛ ĨŽĐƵƐ ŽŶ ůŽŶŐ-term survivorship and critically synthesises 
existing research on experiences during this phase of the cancer trajectory.  
  
                                                        
16 Those living with a diagnosis of cancer at some point in their past (Maddams et al., 2009). 
  
  40   
Chapter 3. Literature Review: Part 2 - The experience of long-term 
cancer survivorship 
 
Introduction 
 
dŚĞƐĞĐŽŶĚƉĂƌƚŽĨƚŚĞůŝƚĞƌĂƚƵƌĞƌĞǀŝĞǁƐĞĞŬƐƚŽũƵƐƚŝĨǇƚŚĞƐƚƵĚǇ ?Ɛ focus on 
long-term cancer survivorship, and synthesises literature on the experience of 
survivorship during this phase of the cancer trajectory.  
 
dŚĞŵĂũŽƌŝƚǇŽĨƐƚƵĚŝĞƐŽŶĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉĨŽĐƵƐŽŶ ‘ƋƵĂůŝƚǇŽĨůŝĨĞ ?ŝƐƐƵĞƐ
(Harrop et al. 2011) ?  ‘YƵĂůŝƚǇ ŽĨ ůŝĨĞ ? ŝƐ Ă ŵƵůƚŝ-dimensional construct that 
encompasses four domains: physical, psychological, social and spiritual 
functioning (Ferrell et al. 1995, Bloom et al. 2007). Research on quality of life 
looks beyond length of survival to how well people are surviving (Jacobsen 
and Jim 2011). However, quality of life studies tend to adopt a biomedical 
ŵŽĚĞů ? ǁŚŝĐŚ ĨŽĐƵƐĞƐ ŽŶ ŽƵƚĐŽŵĞƐ ? ĐŽůůĞĐƚŝŶŐ ƐƚĂƚŝƐƚĐĂů ĚĂƚĂ ŽŶ  ‘ƉƌŽďůĞŵƐ ?
experienced by cancer patients, such as depression and anxiety. Studies aim 
to explain these problems. Therefore, whilst data exist documenting 
psychosocial difficulties, discussion of the meaning of these difficulties within 
their wider socio-cultural context, particularly for long-term survivors, is still 
rare (Loescher et al. 1990, Tomich and Helgeson 2002). As such, there are 
ĐĂůůƐƚŽŵŽǀĞďĞǇŽŶĚƚŚĞ ‘ĚŝƐƚƌĞƐƐ ?ĨŽĐƵƐŝŶƉƐǇĐŚŽƐĐŝĂůŽŶĐŽůŽŐǇƚŽǁĂƌĚƐĂ
biopsychosocial model, which aims to understand the illness experience 
(Mathieson and Stam 1995, Costain Schou and Hewison 1999).  
 
Like Costain Schou and Hewison (1999), Hubbard and Forbat (2012) argue 
ƚŚĂƚ ƐƵƌǀŝǀŽƌƐŚŝƉ ƌĞƐĞĂƌĐŚ ŚĂƐ ƚŚƵƐ ĨĂƌ ĚĞŵŽŶƐƚƌĂƚĞĚ Ă  ‘dislocation of 
ƉƐǇĐŚŽƐŽĐŝĂů ŝŵƉĂĐƚƐ ŽĨ ƚŚĞ ĚŝƐĞĂƐĞ ĨƌŽŵ ƚŚĞ ƐŽĐŝĂů ĐŽŶƚĞǆƚ ?  ? ? ? ? ? P  ? ? ? ? ? ?
However, ƚŚĞǇŐŽŽŶƚŽƐƚĂƚĞƚŚĂƚƚŚĞƌĞ ŝƐĂ  ‘ƌŝĐŚƐĞĂŵŽĨƌĞƐĞĂƌĐŚƚŚĂƚŚĂƐ
addressed some of these limitations exploring how people make sense of 
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ƚŚĞŝƌ ŝůůŶĞƐƐ ŝŶƚŚĞĐŽŶƚĞǆƚŽĨƚŚĞŝƌ ůŝǀĞƐ ?  ? ? ? ? ? P  ? ? ? ? ? ?dŚŝƐ ŝŶĐůƵĚĞƐĨŽĐƵƐŝŶŐ
ŽŶ ƚŚĞ  ‘ŶŝƚƚǇ-ŐƌŝƚƚǇ ? ĂƐƉĞĐƚƐ ŽĨ ůŝfe (Costain Schou and Hewison 1999), 
exploring how cancer is experienced day-to-day, the meaning survivors 
ĂƐĐƌŝďĞ ƚŽ ƚŚĞŝƌ ŝůůŶĞƐƐ ? ĂŶĚ ƚŚĞ ŝŵƉĂĐƚ ŽĨ ĐĂŶĐĞƌ ŽŶŽŶĞ ?Ɛ ƐĞůĨ-concept, 
ŽƵƚůŽŽŬŽŶůŝĨĞĂŶĚƌĞůĂƚŝŽŶƐŚŝƉƐ ?ŽŶƐƚƌƵĐƚŝŽŶŽĨŵĞĂŶŝŶŐŝƐĂ ‘ƐŽĐŝĂůƉƌŽĐĞƐƐ ?
achieved through interaction with others, and within specific local contexts 
(Costain Schou and Hewison 1999). As such, the importance of looking at 
micro (interpersonal relationships) and macro (wider societal) factors in 
ƵŶĚĞƌƐƚĂŶĚŝŶŐŚŽǁŝůůŶĞƐƐŝƐ ‘ůŝǀĞĚ ?ĚĂǇ-to-day is emphasised (Anderton et al., 
1989 in Lawton, 2003). The review presented here aims to synthesise the 
small body of research that exists on the subjective illness experience and 
seeks to highlight methodological limitations and avenues for future research. 
 
Design of the review 
 
A narrative review was undertaken to provide a comprehensive overview of 
the experience of long-term cancer survivorship. Specifically, a thematic 
synthesis of findings is presented, whereby findings are organised by 
descriptive theme. 
 
Search strategy 
 
Electronic searches of PsycInfo, ASSIA, Web of Science, The Cochrane Library, 
CINAHL, Medline, British Nursing Index and British Library online databases 
were conducted in November 2009, and subsequently updated in February 
2012. Search terms were generated through initial reading of seminal 
sociology of illness papers and reviewing key words in relevant papers. Search 
terms were: cancer survivor* AND experience, meaning, narrative, identity, 
relation*, interpersonal, communication, spiritual*, coping; and living with 
cancer. Databases were searched for literature in English, from 1985 onwards, 
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as per Part 1 of the review. In addition, lists of references from relevant 
papers were searched to identify articles that may have been missed during 
database searches. Alerts were also set up with selected online databases to 
ŝŶĨŽƌŵŵĞǁŚĞŶŶĞǁ ‘ĞǆƉĞƌŝĞŶĐĞ ?ƌĞƐĞĂƌĐŚǁĂƐƉƵďůŝƐŚĞĚ ? 
 
Inclusion and exclusion criteria 
 
Due to the striking lack of consistency in defining (long-term) cancer 
survivorship, it was a challenge deciding which papers to include for review. 
As Bellury et al.  ? ? ? ? ? ? ƐƚĂƚĞ  ‘ŽŶĞ ŽĨ ƚŚĞ ĚŝĨĨŝĐƵůƚŝĞƐ ŽĨ ƐǇŶƚŚĞƐŝǌŝŶŐ
survivorship research is that over the years time frames for defining 
ƐƵƌǀŝǀŽƌƐŚŝƉŚĂǀĞǀĂƌŝĞĚ ? ? ? ? ? ? P ? ? ? ? ?If papers focusing solely on those living 
more than five years post-treatment were included (as per my definition of a 
long-term survivor), an important contribution to our understanding of the 
cancer experience would be lost. Therefore, papers covering a range of 
survivorship phases, but including long-term survivorship, have been 
reviewed. Papers have been excluded if the sample included only those from 
diagnosis up to five years post-treatment.  
 
Papers were included if they: 
x &ŽĐƵƐĞĚŽŶŝŶĚŝǀŝĚƵĂůƐĚŝĂŐŶŽƐĞĚŝŶĂĚƵůƚŚŽŽĚ ?A? ? ?ǇĞĂƌs old) 
x Included individuals five years or more post-diagnosis or treatment 
x Included survivors from across the disease trajectory (i.e. acute 
ƐƵƌǀŝǀŽƌƐŚŝƉŽŶǁĂƌĚƐ ?ďƵƚŵĞĂŶƚŝŵĞƐŝŶĐĞĚŝĂŐŶŽƐŝƐ ?ƚƌĞĂƚŵĞŶƚǁĂƐA?
5 years 
x Focused on the subjective illness experience 
 
Papers were excluded if they:  
x Focused solely on childhood/adolescent cancer survivors, or adult 
cancer survivors diagnosed in childhood 
x Focused on experiences of cancer recurrence or metastatic disease 
  
  43   
x Included samples of survivors solely in the acute, transitional or 
extended survivorship phases, or if mean time since 
ĚŝĂŐŶŽƐŝƐ ?ƚƌĞĂƚŵĞŶƚǁĂƐA? ?ǇĞĂƌƐ 
x Focused solely on quality of life i.e. measuring and/or predicting 
psychosocial outcome measures 
x Focused solely on the experiences of, or impact on,  ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? 
 
Search outcome 
 
The search yielded forty-three papers on the experience of long-term cancer 
survivorship (Table 3.1). Of these, twenty-six were specifically on survivors 
five years or more post-diagnosis/treatment. Table 3.2 outlines the papers 
included for review, presented according to the main focus of the paper. 
Additional themes in the papers are also highlighted. Key themes were: 
searching for meaning in the cancer experience; the impact of cancer on self 
and outlook on life; and the impact of cancer on interpersonal relationships. 
 
Table 3.1: Main focus, and number, of papers identified during the literature search 
Main focus of paper 
 
Papers including LTCS
17
  Papers specifically on LTCS
18
 
Searching for meaning 
 
27 18 
Self and outlook 
 
12 7 
Interpersonal 
relationships 
 
4 1 
Total 
 
43 26 
 
It should be noted that there was substantial cross-over between themes. For 
example, positive changes to self are a facet of post-traumatic growth, which 
ĨĂůůƐ ǁŝƚŚŝŶ ƚŚĞ  ‘ƐĞĂƌĐŚŝŶŐ ĨŽƌ ŵĞĂŶŝŶŐ ? ƚŚĞŵĞ ? Ɛ ƐƵĐŚ ? ƉĂƉĞƌƐ ŽĨƚĞŶ
                                                        
17
 MĞĂŶƚŝŵĞƐŝŶĐĞĚŝĂŐŶŽƐŝƐ ?ƚƌĞĂƚŵĞŶƚŝƐA䠃?ǇĞĂƌƐ, but the sample may include survivors <5 
years post-diagnosis/treatment. 
18
 Where the whole sample is A? ?ǇĞĂƌƐ post-diagnosis/treatment. 
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dĂďůĞ ? ? ? P ‘ǆƉĞƌŝĞŶĐĞ ?ƉĂƉĞƌƐŝŶĐůƵĚĞĚĨŽƌƌĞǀŝĞǁ 
Author(s) Year Country Cancer-type(s) Methods Specified 
theoretical 
framework 
Main focus of study Sub-themes  Time since 
dx/tx 
Sample 
specifically 
long-term  
Searching for meaning  ? cause 
Stewart et al. 2001 Canada Breast Quantitative 
Cross-sectional 
Survey by mail 
Researcher-
constructed 
instruments 
 
- Meaning  W causal 
attribution of cancer 
and recurrence 
- At least 2 
years post-
diagnosis 
(mean 8.6 
years post-
diagnosis) 
x 
Dirksen 1995 USA Malignant 
melanoma 
Quantitative 
Cross-sectional 
Survey face-to-face 
Validated and 
researcher-
constructed 
instruments 
Attribution theory Meaning  W causal 
attribution of cancer 
- At least 5 
years post-
diagnosis 
(mean 9 years 
post-diagnosis) 
 
Long-term 
Searching for meaning  ? significance 
Kahana et al. 2011 USA Breast, 
colorectal and 
prostate 
Quantitative 
Cross-sectional 
Survey face-to-face 
Validated and 
researcher-
constructed 
instruments 
 
- Meaning  W altered life 
perspective after 
cancer 
Impact on 
self 
5 years or 
more post-
diagnosis 
(mean 10.4 
years post-
diagnosis) 
x 
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Author(s) Year Country Cancer-type(s) Methods Specified 
theoretical 
framework 
Main focus of study Sub-themes  Time since 
dx/tx 
Sample 
specifically 
long-term  
Schroevers et al. 2011 Netherlands Various 
(majority 
lymphoma) 
Quantitative 
Cross-sectional 
Survey by mail 
Validated and 
researcher-
constructed 
instruments 
 
- Meaning  W positive and 
negative changes after 
cancer 
Impact on 
self  
Mean 7.3 
years post-
diagnosis 
(range < 2 
years to > 5 
years post-
diagnosis) 
x 
Jansen et al. 2011 Germany Colorectal 
 
Quantitative 
Cross-sectional 
Survey by mail 
Validated and 
researcher-
constructed 
instruments 
 
- Meaning  W benefit-
finding and post-
traumatic growth 
Impact on 
self, 
relationships 
5 years post-
diagnosis 
(mean 5.4 
years post-
diagnosis) 
Long-term 
Bishop et al. 2011 
 
USA Blood and 
breast 
Qualitative 
Cross-sectional 
Semi-structured, 
individual telephone 
interviews with 
survivor-spouse pairs 
Post-traumatic 
growth theory 
guided interview 
schedule 
Meaning  W positive and 
negative life changes 
after cancer 
Impact on 
self 
At least 5 
years post-
blood/marrow 
transplant 
(mean 13 
years post-
diagnosis) 
 
Long-term 
Helgeson 2010 USA Breast Quantitative 
Cross-sectional 
Survey face-to-face 
Validated and 
researcher-
constructed 
instruments 
- Meaning  W positive 
growth after cancer 
Impact on 
self 
At least 10 
years post-
diagnosis 
(mean 10.58 
years post-
diagnosis) 
Long-term 
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Author(s) Year Country Cancer-type(s) Methods Specified 
theoretical 
framework 
Main focus of study Sub-themes  Time since 
dx/tx 
Sample 
specifically 
long-term  
Lelorain et al. 2010 France Breast Quantitative 
Cross-sectional 
Survey by mail 
Validated and 
researcher-
constructed 
instruments 
 
- Meaning  W post-
traumatic growth 
Impact on 
self  
Mean 10 years 
post-diagnosis 
(range 5 to 15 
years) 
Long-term 
Alfano et al. 2009 USA Breast  Quantitative 
Cross-sectional 
Survey by mail 
Validated and 
researcher-
constructed 
instruments 
 
- Meaning  W positive 
lifestyle change after 
cancer 
- Mean 12 years 
post-diagnosis 
(Range 9.4  W 
16.5 years) 
Long-term 
Sekse et al. 2009 Norway Gynaecological Qualitative 
Multiple, in-depth 
interviews 
 
Danish life 
philosophy 
Meaning  W cancer as a 
life-changing process 
Impact on 
self 
Between 5 and 
6 years post-
treatment 
Long-term 
Mols et al. 2009 Netherlands Breast  Quantitative 
Cross-sectional 
Survey by mail 
Validated 
instruments  
 
- Meaning  W benefit-
finding and post-
traumatic growth 
Impact on 
self, 
relationships 
10 years post-
diagnosis 
Long-term 
Bussing & Fischer 2009 Germany Various (largest 
% breast) 
Quantitative 
Cross-sectional 
Survey by mail 
Validated 
instruments 
Lipowski's (1970) 
categories for 
meaning of illness 
Meaning  W 
interpretation/meaning 
of cancer 
- Mean 10.9 
years post-
diagnosis (±6.4 
years) 
x 
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Author(s) Year Country Cancer-type(s) Methods Specified 
theoretical 
framework 
Main focus of study Sub-themes  Time since 
dx/tx 
Sample 
specifically 
long-term  
Zebrack et al. 2008 USA Various (breast, 
colorectal, 
lymphoma & 
prostate) 
Quantitative 
Cross-sectional 
Survey by mail 
Validated 
instruments 
 
- Meaning  W impact of 
cancer and post-
traumatic growth 
- 5 to 10 years 
post-diagnosis 
(mean 7.67 
years post-
diagnosis) 
Long-term 
Greenwald & 
McCorkle 
2007 USA Cervical Quantitative 
Cross-sectional 
Survey face-to-face 
Validated 
instruments 
 
- Meaning  W life changes 
after cancer 
Relationships Between 6 and 
29 years post-
diagnosis 
Long-term 
Foley et al. 2006 USA Various (breast, 
colorectal, 
gynaecological, 
head & neck, 
prostate & 
bladder) 
Mixed methods 
Cross-sectional 
Self-administered 
survey, validated 
instruments  
Semi-structured, 
face-to-face interview 
 
- Meaning of the cancer 
experience 
Impact on 
self, 
relationships 
5 years or 
more post-
diagnosis 
(mean 7.7 
years post-
diagnosis) 
Long-term 
Schroevers et al. 2006 Netherlands Various (largest 
% breast) 
Mixed methods 
Longitudinal 
Self-administered 
survey, validated 
instruments 
Semi-structured 
interview 
Open-ended 
interview 
Moos and 
^ĐŚĂĞĨĞƌ ‘Ɛ ? ? ? ? ? ?
conceptual model 
of stress and 
adaptation 
Meaning - life changes 
after cancer 
Impact on 
self, 
relationships 
8 years post-
diagnosis 
Long-term 
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Author(s) Year Country Cancer-type(s) Methods Specified 
theoretical 
framework 
Main focus of study Sub-themes  Time since 
dx/tx 
Sample 
specifically 
long-term  
 
Fleer et al. 2006 Netherlands Testicular Quantitative 
Cross-sectional  
Survey by mail 
Validated and 
researcher-
constructed 
instruments 
- Meaning  W changes in 
outlook on life after 
cancer 
Impact on 
self 
Mean 10 years 
post-
treatment (3 
months-24 
years) 
x 
Tomich et al. 2005 USA Breast Quantitative 
Cross-sectional 
Survey face-to-face 
Researcher-
constructed 
instruments 
Comparison with 
healthy controls 
 
- Meaning  W positive and 
negative changes after 
cancer 
 
Impact on 
self, 
relationships 
Diagnosed at 
least 5 years 
previously 
Long-term 
McGrath 2004a Australia Haematological Qualitative 
Cross-sectional 
Open-ended, 
narrative interviews 
- Meaning  W positive 
outcomes from a 
spiritual perspective 
Impact on 
self, 
relationships 
Two thirds of 
the sample 
were 5 years 
or more post-
tx (8/12) 
 
x 
McGrath 2004b Australia Haematological Qualitative 
Cross-sectional 
Open-ended, 
narrative interviews 
- Meaning  W cancer as a 
spiritual journey 
Impact on 
self 
Two thirds of 
the sample 
were 5 years 
or more post-
tx (8/12) 
 
x 
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Author(s) Year Country Cancer-type(s) Methods Specified 
theoretical 
framework 
Main focus of study Sub-themes  Time since 
dx/tx 
Sample 
specifically 
long-term  
Sinding & Gray 2004 Canada Breast Qualitative 
Multiple sources of 
data, including 
journals and a 
research-based play 
- Meaning  W experiences 
after cancer 
Impact on 
self, 
relationships 
Five years or 
more post-
diagnosis 
(range 5  W 15 
years) 
 
Long-term 
Bowman et al. 2003 USA Various (largest 
% breast) 
Quantitative 
Cross-sectional 
Survey face-to-face 
Researcher-
constructed 
instruments 
Lazarus & 
&ŽůŬŵĂŶ ?Ɛ ? ? ? ? ? ?
stress-appraisal-
coping framework 
Meaning  W appraisal of 
the cancer experience 
- 5 years or 
more post- 
treatment ( 
Long-term 
Tomich & 
Helgeson 
2002 USA Breast Quantitative 
Cross-sectional 
Survey administered 
face-to-face 
Researcher-
constructed 
instruments 
Comparison with 
healthy controls 
 
- Meaning  W perceived 
benefits after cancer, 
impact on meaning of 
life 
- Diagnosed 5 
and a half 
years prior to 
study 
Long-term 
Dow et al. 1999 USA Various (largest 
% breast) 
Qualitative 
Cross-sectional 
Open-ended 
questions  W written 
responses 
Quality of life 
(Ferrell et al, 
1997) 
Meaning  W of quality of 
life after cancer 
- Mean 6.7 
years post-
diagnosis 
(range 4 
months  W 45 
years) 
 
x 
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Author(s) Year Country Cancer-type(s) Methods Specified 
theoretical 
framework 
Main focus of study Sub-themes  Time since 
dx/tx 
Sample 
specifically 
long-term  
Utley 1999 USA Breast Qualitative 
Cross-sectional 
In-depth interviews  
- Meaning  W how women 
perceive cancer, the 
nature of the cancer 
experience 
- Diagnosed at 
least 5 years 
previously 
(range 5.5 to 
29 years post-
diagnosis) 
 
Long-term 
Pelusi 1997 USA Breast Qualitative 
Cross-sectional 
In-depth interviews 
- Meaning  W the lived 
experience of surviving 
cancer 
Impact on 
self, 
relationships 
Mean 7.6 
years post-
treatment 
(range 2-15 
years) 
 
x 
Carter 1993 USA Breast Qualitative 
Multiple, semi-
structured interviews 
- Meaning  W the daily 
lived experience of 
cancer 
Impact on 
self 
Diagnosed at 
least 5 years 
previously 
(range 5 to 26 
years) 
 
Long-term 
 
Impact on self 
 
Khan et al. 2012 UK Breast, 
colorectal & 
prostate 
Qualitative 
Cross-sectional 
In-depth interviews 
- Impact on self  W 
identification with the 
survivor identity 
 Diagnosed at 
least 5 years 
previously 
(range 5 to 22 
years post-
diagnosis) 
 
Long-term 
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Author(s) Year Country Cancer-type(s) Methods Specified 
theoretical 
framework 
Main focus of study Sub-themes  Time since 
dx/tx 
Sample 
specifically 
long-term  
Morris et al. 2011 Australia Breast Qualitative 
Cross-sectional 
Semi-structured 
interviews and 
written narratives 
 
- Impact on self  W 
identification with the 
survivor identity 
Relationships, 
meaning 
Mean 6.39 
years post-
diagnosis 
x 
Hubbard & Forbat 2011 UK Various (largest 
% breast; 
prostate, 
colorectal, lung 
and rarer 
cancers) 
Qualitative 
Cross-sectional 
Written narratives 
Biographical 
disruption (Bury, 
1982) 
Impact on self  W 
experience of living 
with cancer; how life 
has changed after 
cancer 
Relationships Over half the 
sample were 6 
years or more 
post-diagnosis  
 
x 
Helgeson 2011 USA Breast Quantitative 
Cross-sectional 
Survey face-to-face 
Validated and 
researcher-
constructed 
instruments 
 
- Impact on self  W 
identification with the 
survivor identity 
(survivor centrality) 
- 10 years post-
diagnosis 
(mean 10.58 
years post-
diagnosis) 
Long-term  
Sekse et al. 2010 Norway Gynaecological Qualitative 
Multiple in-depth 
interviews  
 
- Impact on self  W lived 
experience of cancer, 
body image 
 
Meaning Between 5 and 
6 years post-
treatment 
Long-term 
Skaali  et al. 2009 Norway Testicular Quantitative 
Cross-sectional 
Survey by mail 
Validated 
instruments 
Sub-sample had a 
psychiatric interview 
- Impact on self  W fear of 
recurrence 
- Mean 11.4 
years post-
diagnosis 
(define long-
term as at 
least 5 years 
post-diagnosis) 
Long-term 
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Author(s) Year Country Cancer-type(s) Methods Specified 
theoretical 
framework 
Main focus of study Sub-themes  Time since 
dx/tx 
Sample 
specifically 
long-term  
Deimling et al. 2007 USA Various (largest 
% breast) 
Quantitative 
Cross-sectional  
Findings from 2 
studies 
Surveys face-to-face 
Validated and 
researcher-
constructed 
instruments 
 
Identity theory 
(Cooley, Mead) 
Impact on self - 
identification with the 
survivor identity 
- At least 5 
years post-
diagnosis 
(mean not 
presented) 
Long-term 
Thomas-Maclean 2005 Canada Breast Qualitative 
Multiple in-depth 
interviews 
 
 
- Impact on self  W 
embodiment, changes 
to body and 
appearance 
Relationships Over half the 
sample were 5 
years or more 
post-diagnosis 
(range 1 to 24 
years) 
 
x 
Gil et al. 2004 USA Breast Quantitative 
Longitudinal 
Survey by telephone, 
Researcher-
constructed 
instruments 
 
- Impact on self  W 
triggers of uncertainty 
about recurrence 
- Mean 6.8 
years post-
diagnosis 
(range 5 to 9 
years) 
Long-term 
Rozmovits & 
Ziebland 
2004 UK Colorectal Qualitative 
Cross-sectional 
Narrative interviews 
The physical and 
social body 
(Douglas), 
civilisation and 
adulthood (Elias) 
Impact on self  W loss of 
adulthood due to 
reorientation of life 
around bowel habit 
Relationships Short and 
long-term 
survivors 
(distinguish 
between short 
and long-term 
in analysis) 
x 
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Author(s) Year Country Cancer-type(s) Methods Specified 
theoretical 
framework 
Main focus of study Sub-themes  Time since 
dx/tx 
Sample 
specifically 
long-term  
Langellier 2001 USA Breast Qualitative 
Case study 
Narrative interviews 
 
- Impact on self  W body 
image 
- Case was 10 
years post-
diagnosis 
Long-term 
Shapiro  et al. 1997 Canada Breast Qualitative 
Cross-sectional 
Narrative, in-depth 
interviews with 
survivors and spouses 
- Impact on self  W 
perceived change in 
identity 
Meaning, 
relationships 
2 women 
diagnosed 5 
years earlier, 
one 2 years 
earlier 
x 
 
Interpersonal relationships 
 
Walker & 
Robinson 
2012 Canada Prostate Qualitative 
Cross-sectional 
Unstructured 
interviews with 
couples 
- Impact on the partner 
relationship  W sexual 
adjustment 
Impact on 
self - 
masculinity 
Mean not 
presented 
(range 8 
months to 15 
years post-
diagnosis) 
 
x 
Ramirez et al. 2009 USA Colorectal Qualitative 
Cross-sectional 
In-depth interviews 
- Impact on the partner 
relationship  W sexual 
functioning  
Impact on 
self  W body 
image, 
femininity 
 
At least 5 
years post-
diagnosis 
Long-term 
Sanders et al. 2006 USA Prostate Qualitative 
Cross-sectional 
Focus groups with 
couples 
- Impact on the partner 
relationship  W sexual 
functioning and 
intimacy 
- Mean not 
presented 
(range 1.5 to 8 
years post-
treatment) 
x 
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Author(s) Year Country Cancer-type(s) Methods Specified 
theoretical 
framework 
Main focus of study Sub-themes  Time since 
dx/tx 
Sample 
specifically 
long-term  
Tuinman et al. 2005 Netherlands Testicular Quantitative 
Cross-sectional 
Survey by mail to 
survivors and their 
partners Validated 
and researcher-
constructed 
instruments 
- Impact on the partner 
relationship  W marital 
and sexual satisfaction 
- Mean 9.3 
years post-
treatment 
(range 0.5 to 
23.8 years) 
x 
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appeared across themes. This being said, the figures presented in Table 3.1 
have been calculated according to the main focus of the paper. The main 
focus of about two thirds of the papers was on searching for meaning in the 
cancer experience, whilst a quarter explored the impact of cancer on self. 
Very few papers focused specifically on the impact of cancer on interpersonal 
relationships during long-term survivorship. The quality of studies was not 
appraised using specific criteria. As relatively few papers were identified, a 
decision was made to review all studies that met the inclusion criteria, but 
highlight their methodological limitations as part of the review. 
 
Theme 1: Searching for meaning in the cancer experience 
 
Background 
 
We are motivated to find meaning in our lives, more so after experiencing 
trauma or stressful events (Frankl 2004). Park and Folkman (1997: 116) 
ŚŝŐŚůŝŐŚƚƚŚĞ ‘ĚǇŶĂŵŝĐŶĂƚƵƌĞŽĨƉĞŽƉůĞ ?ƐƌĞƐƉŽŶƐĞƐƚŽƐƚƌĞƐƐĨƵůĞǀĞŶƚƐ ? ?dŚĞŝƌ
ƐƚƌĞƐƐ ? ĂƉƉƌĂŝƐĂů ĂŶĚ ĐŽƉŝŶŐ ŵŽĚĞů ƉŽŝŶƚƐ ƚŽ  ‘ƚŚĞ ĐĞŶƚƌĂů ƌŽůĞ ŽĨ ƌĞĂƉƉƌĂŝƐĂů
ĂŶĚ ƚŚĞ ŝŵƉŽƌƚĂŶĐĞ ŽĨĂĐŚŝĞǀŝŶŐ ĐŽŶŐƌƵĞŶĐĞ ďĞƚǁĞĞŶ ĂŶ ŝŶĚŝǀŝĚƵĂů ?Ɛglobal 
meaning and the situational  ?ĂƉƉƌĂŝƐĞĚ ?ŵĞĂŶŝŶŐŽĨĂƉĂƌƚŝĐƵůĂƌĞǀĞŶƚ ?  ?WĂƌŬ
ĂŶĚ &ŽůŬŵĂŶ ?  ? ? ? ? P  ? ? ? ? ? DĞĂŶŝŶŐ ŝŶ ƚŚĞŝƌ ŵŽĚĞů ƌĞĨĞƌƐ ƚŽ  ‘ƉĞƌĐĞƉƚŝŽŶƐ ŽĨ
ƐŝŐŶŝĨŝĐĂŶĐĞ ?ŽĨƚŚĂƚĞǀĞŶƚ ? ? ? ? ? P ? ? ? ? ?
 
Global ŵĞĂŶŝŶŐ ŝƐ ĚĞĨŝŶĞĚ ĂƐ  ‘ƉĞŽƉůĞ ?Ɛ ďĂƐŝĐ ŐŽĂůƐ ĂŶĚ ĨƵŶĚĂŵĞŶƚĂů
assumptions, beliefs, and expectations about the world. Global meaning 
ŝŶĨůƵĞŶĐĞƐ ƉĞŽƉůĞ ?Ɛ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŽĨ ƚŚĞ ƉĂƐƚ ĂŶĚ ƚŚĞ ƉƌĞƐĞŶƚ ? ĂŶĚ ŝƚ
ŝŶĨůƵĞŶĐĞƐƚŚĞŝƌĞǆƉĞĐƚĂƚŝŽŶƐƌĞŐĂƌĚŝŶŐƚŚĞĨƵƚƵƌĞ ?  ?WĂƌŬĂŶĚ&ŽůŬŵĂŶ ? ? ? ? ? P
116). Park and Folkman argue that global meaning develops through life 
experience. Situational ŵĞĂŶŝŶŐƌĞĨĞƌƐƚŽ P ‘ƚŚĞŝŶƚĞƌĂĐƚŝŽŶŽĨĂƉĞƌƐŽŶ ?ƐŐůŽďĂů
beliefs and goals and the circumstances of a particular person-environment 
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ƚƌĂŶƐĂĐƚŝŽŶ ?  ?WĂƌŬ ĂŶĚ &ŽůŬŵĂŶ ?  ? ? ? ? P  ? ? ? ? ? ŝƐƚƌĞƐƐ ? ůŽƐ  ŽĨ ĐŽŶƚƌŽů ? ĂŶĚ
feelings of loss can occur when there is incongruence between global and 
situational meaning. Searching for meaning therefore aims to integrate 
ƐŝƚƵĂƚŝŽŶĂů ĂŶĚ ŐůŽďĂů ŵĞĂŶŝŶŐ ŝ ?Ğ ?  ‘ƌĞĐƚŝĨǇ ƚŚĞ ĚŝƐĐƌĞƉĂŶĐǇ ďĞƚǁĞĞŶ ŽŶĞ ?Ɛ
ĐƵƌƌĞŶƚ ƐŝƚƵĂƚŝŽŶ ĂŶĚ ĚĞƐŝƌĞĚ ŐŽĂůƐ ?  ? ? ? ?7: 124). Searching for meaning is a 
 ‘ƉƌŽĐĞƐƐƚŚƌŽƵŐŚǁŚŝĐŚƉĞŽƉůĞĞǀĂůƵĂƚĞƚŚĞŵĞĂŶŝŶŐŽĨĂƐƉĞĐŝĨŝĐĞǀĞŶƚǁŝƚŚ
ƌĞƐƉĞĐƚƚŽŝƚƐƉĞƌƐŽŶĂůƐŝŐŶŝĨŝĐĂŶĐĞ ? ? ? ? ? ? P ? ? ? ? ?/ƚŝƐĂƉĞƌƐŽŶĂůƉƌŽĐĞƐƐ ?ǁŚŝĐŚ
explains why an event might be stressful to one person, but not another. 
Equally, it explains why an event may be stressful to the same person at one 
point in their life, but not another. 
 
Tedeschi and Calhoun (1995) argue that positive growth and transformation 
can occur in those who have faced traumatic events. However, traumatic 
events such as cancer can also have negative consequences. They postulate 
ƚŚĂƚ  ‘ŝƚ ŝƐ ƚŚĞǀĞƌǇĂĐƚŽĨƐƚƌƵŐŐůŝŶŐǁŝƚŚƚŚĞŵĂŶǇŶĞŐĂƚŝǀĞĐŽŶƐĞƋƵĞŶĐĞƐŽĨ
traumatic events that makes possible the varied forms of psychological 
ŐƌŽǁƚŚ ?  ?dĞĚĞƐĐŚi and Calhoun: 1995: 28) i.e. trying to reconcile global and 
situational meaning can lead to personal growth. They report three groups of 
benefits from traumatic experiences: perceived changes in self, a changed 
sense of relationship with others and a changed philosophy of life. 
 
Here it is important to make the distinction between post-traumatic growth 
and benefit-finding. Thornton (2002) acknowledges that it is difficult to 
synthesise literature on positive changes associated with a cancer diagnosis as 
there is such definitional and methodological variability. A variety of terms are 
used across studies including: positive changes, benefit-construal, benefit-
finding, post-traumatic growth, thriving, finding meaning and resilience. 
Thornton suggests benefit-finding and meaning-making are used 
ŝŶƚĞƌĐŚĂŶŐĞĂďůǇ ƚŽ ŚŝŐŚůŝŐŚƚ ŚŽǁ ƐƵƌǀŝǀŽƌƐ  ‘ĨŝŶĚ ƐŽŵĞƚŚŝŶŐ ƉŽƐŝƚŝǀĞ ŝŶ ƚŚĞŝƌ
ƐƚƌƵŐŐůĞ ǁŝƚŚ ĐĂŶĐĞƌ ?  ? ? ? ? ? P  ? ? ? ? ? However, to be more specific, post-
ƚƌĂƵŵĂƚŝĐ ŐƌŽǁƚŚ ŝƐ  ‘ďĞŶĞĨŝƚƐ ĂƐƐŽĐŝĂƚĞĚ ǁŝƚŚ ĐŚĂŶŐĞƐ ŝŶ ůŝĨĞ ƉĞƌƐƉĞĐƚŝǀĞ ?
ŝŶƚĞƌƉĞƌƐŽŶĂů ƌĞůĂƚŝŽŶƐŚŝƉƐ ? ĂŶĚ ƐĞůĨ ƉĞƌĐĞƉƚŝŽŶ ?  ?:ĂŶƐĞ  et al., 2011: 1158) 
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 ?dĞĚĞƐĐŚŝĂŶĚĂůŚŽƵŶ ?ƐĚĞĨŝŶŝƚŝŽŶ ? ?ĞŶĞĨŝƚ-finding, in contrast is  ‘ƚŚĞƉƌŽĐĞƐƐ
in which the patient re-assigns positive value to the illness based on the 
ďĞŶĞĨŝƚƐŚĞŽƌƐŚĞŝĚĞŶƚŝĨŝĞƐ ? ?:ĂŶƐĞŶet al., 2011: 1158). Benefit-finding is said 
to start soon after exposure to a traumatic event, such as a cancer diagnosis, 
whereas post-traumatic growth may develop years after diagnosis (Jansen et 
al. 2011). 
 
Searching for meaning in the cancer experience 
 
Searching for meaning is said to be a significant part of the cancer experience, 
as cancer threatens the basic assumption that life is meaningful (Taylor 1995, 
Thornton 2002). ŽǇůĞ  ? ? ? ? ? ? ĂƌŐƵĞƐ ƚŚĂƚ  ‘ĐĂŶĐĞƌ ŝƐ ĂŶ ĞǆƚƌĞŵĞ ĞǆƉĞƌŝĞŶĐĞ
that ĚŝƐƌƵƉƚƐƉĞŽƉůĞ ?ƐůŝǀĞƐĂŶĚƐĞŶƐĞŽĨŝĚĞŶƚŝƚǇ ? ? ? ? ? ? P   ? ? ?ĂŶĚŝƐƚŚĞƌĞĨŽƌĞ
a life-changing event. Historically, society has equated cancer with death. As 
such, research has focused on the negative implications of a cancer diagnosis. 
However, as more people began to survive the disease, there was a shift to 
researching the positive benefits of cancer and a prevailing view that patients 
had to adopt a positive attitude and engage in positive thinking if they wanted 
to survive (Tod et al. 2011). Today we are witnessing a further shift, to a more 
tempered view, with some researchers exploring the duality of benefits and 
losses associated with a cancer diagnosis, acknowledging that cancer can lead 
to both positive and negative changes, often simultaneously (Pelusi 1997, 
Tomich et al. 2005, Bertero and Wilmoth 2007, Doyle 2008, Sekse et al. 2009, 
Helgeson 2010, Kahana et al. 2011, Schroevers et al. 2011). Kahana et al. 
 ? ? ? ? ? ? ŚŝŐŚůŝŐŚƚ ƚŚĞ  ‘ƐƉĞĐƚƌƵŵ ŽĨ ĐŚĂŶŐĞƐ ŝŶ ŽŶĞ ?Ɛ ůŝĨĞ ƉĞƌƐƉĞĐƚŝǀĞ ĂŶĚ
ŝĚĞŶƚŝƚǇ ? ? ? ? ? ? P ? ? ? ?ĂƐĂƌĞƐƵůƚŽĨĂĐĂŶĐĞƌĚŝĂŐŶŽƐŝƐ ?Ă ĚƵƐĞƚŚĞƚĞƌŵ ‘ƉŽƐƚ-
ƚƌĂƵŵĂƚŝĐ ƚƌĂŶƐĨŽƌŵĂƚŝŽŶ ? ƌĂƚŚĞƌ ƚŚĂŶ ƚŚĞ ƐŽůĞůǇ ƉŽƐŝƚŝǀĞ  ‘ƉŽƐt-traumatic 
ŐƌŽǁƚŚ ? Žƌ ŶĞŐĂƚŝǀĞ  ‘ƉŽƐƚ-ƚƌĂƵŵĂƚŝĐ ƐƚƌĞƐƐ ? ƚŽ ĚĞŵŽŶƐƚƌĂƚĞ ƚŚĂƚ Ă ƌĂŶŐĞ ŽĨ
positive and negative transformations can occur. However, it is important to 
highlight that, for some survivors, the cancer experience may not be life-
altering at all.  
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Searching for a cause and searching for the significance of a cancer diagnosis 
 
Elizabeth Taylor (1995) conducted a literature review on searching for 
ŵĞĂŶŝŶŐĂĐƌŽƐƐƚŚĞĐĂŶĐĞƌƚƌĂũĞĐƚŽƌǇ ?^ŚĞƌĞĨĞƌƌĞĚƚŽ^ŚĞůůĞǇdĂǇůŽƌ ?ƐƐĞŵŝŶĂů
work on cognitive adaptation, which differentiates between searching for a 
cause and searching for the significance of an experience (Taylor 1983). In 
doing so, Taylor (1995) identified four ways cancer survivors conceptualise 
 ‘ƐĞĂƌĐŚ ĨŽƌ ŵĞĂŶŝŶŐ ? P ĐĂƵƐĂů ĞǆƉůĂŶĂƚŝŽŶƐ ? ƐĞůĞĐƚŝǀĞ ŝŶĐŝĚĞŶĐĞ ? ƌĞƐƉŽŶƐŝďŝůŝƚǇ
and significance.  
 
Searching for the cause of cancer  
 
Causal explanations focus on asking why events like cancer happen (Taylor 
1995). According to Taylor, these explanations can change over time, and are 
often influenced by social and cultural background. Selective incidence 
ŝŶǀŽůǀĞƐ ĂƐŬŝŶŐ  ‘ǁŚǇ ŵĞ ? ? dĂǇůŽƌ ĂƐƐĞƌƚƐ ƚŚĂƚ ƚŚŝƐ ŝƐ ‘ƉĞƌŚĂƉƐ ƚŚĞ ŵŽƐƚ
distressing aspect affecting meaning-ŵĂŬŝŶŐ ?  ? ? ? ? ? P  ? ? ? ĂƐ ŵĞĚŝĐŝŶĞ ŽĨƚĞŶ
cannot explain why ƐŽŵĞŽŶĞǁĂƐĚŝĂŐŶŽƐĞĚ ?dĂǇůŽƌƐƵŐŐĞƐƚƐƚŚĂƚĂƐŬŝŶŐ ‘ǁŚǇ
ŶŽƚŵĞ ? ?ŵĂǇƌĞůŝĞǀĞĚŝƐƚƌĞƐƐĂƐŝƚ ‘ƌĞĨůĞĐƚƐĂƌĞĐŽŐŶŝƚŝŽŶŽĨŶŽƚďĞŝŶŐ ĂůŽŶĞ Q
ŶŽƚƚŚĞŽŶůǇŽŶĞƐƐŝŶŐůĞĚŽƵƚ ? ? ? ? ? ? P ? ? ? ?Responsibility focuses on questions 
of personal responsibility for the event, such as chance, God, or the 
environment. Taylor (1995) highlights two types of self-blame: behavioural 
and characterological (personal characteristics). Behavioural self-blame is said 
to be more adaptive as it provides a sense of being able to do something to 
prevent the event from happening again (Taylor 1995).  
 
Several commentators have discussed the inadequacy of medical accounts to 
explain the causes and consequences of chronic illness (Bury 1982, Williams 
1984, Kleinman 1988, Lawton 2003, Lewis 2007). Individuals turn to their own 
lay knowledge to find meaning in events. For example, events from the past 
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may be used to try and explain disease, such as the existence of hereditary 
conditions in families. From the perspective of those affected by cancer, it is 
often not possible to find a medical explanation for the onset of the disease, 
which can lead to a sense of vulnerability and uncertainty (Fleer et al. 2006). 
Individuals and their families may develop their own reasons in order to try to 
give meaning to their illness (Die-Trill 2000). Perceived causes of cancer 
include: chance, stress, having too many children, a bad personality, physical 
factors, heredity, religion, environmental pollution, homosexuality and 
lifestyle (Die-Trill 2000). Some cancer patients may blame themselves or 
others for their cancer, interpreting cancer as a form of punishment (Die-Trill 
2000). This being said, research on causal attributions in cancer is scarce. 
Indeed, I only identified two studies that explicitly explored causal attribution 
in long-term cancer survivorship (Dirksen 1995, Stewart et al. 2001). 
 
Searching for a cause during long-term survivorship  
 
Dirksen (1995) conducted a quantitative study to explore the search for 
meaning in long-term survivors of malignant melanoma. Her study was based 
on the different ways Taylor (1995) conceptualised the search for meaning 
and was underpinned by attribution theory
19
. Dirksen argues that developing 
a theory or reason why cancer developed may provide a sense of security and 
reduce worry about recurrence. She found that just over half of survivors 
searched for meaning, which resulted in an identifiable cause of cancer. Those 
who took responsibility for their cancer expressed a greater search for 
meaning than those who did not blame themselves. However, most did not 
self-blame. Indeed, beliefs about cause were mainly seen to be out of 
ƐƵƌǀŝǀŽƌƐ ? ĐŽŶƚƌŽů ?^ŝǆƚǇ-eight percent of the sample did not accept personal 
responsibility for their cancer, which Dirksen found surprising as malignant 
melanoma has known causes, such as staying out in the sun.  
 
                                                        
19
 Attribution theory: the search for the cause of an event that is unexpected/stressful in an 
attempt to understand and gain control. 
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In a study by Stewart et al. (2001), eighty-five percent of women attributed 
some cause to their breast cancer. They found that many women believed 
stress caused their cancer (42%). Other cited causes were genetics, 
environment, hormones, diet and breast trauma (Stewart et al. 2001). When 
asked about their perceived personal risk of recurrence, about 80% felt it was 
average or below average. Perceived chance of recurrence was not associated 
with attribution of cause or prevention (Stewart et al. 2001). Eighty-seven 
percent of women had a personal belief about what prevented recurrence. 
Positive attitude was the most common response, followed by diet, a healthy 
lifestyle, exercise, stress reduction, prayer, complementary therapies, luck 
and Tamoxifen (Stewart et al. 2001). Women diagnosed over five years 
previously were more likely to believe that a healthy lifestyle and prayer 
prevented recurrence. The researchers found that 95% followed a healthy 
diet, the majority also took vitamins and exercised regularly. It therefore 
appears that managing the perceived causes of cancer and ways to prevent 
ƌĞĐƵƌƌĞŶĐĞĨŽĐƵƐŽŶƚĂŬŝŶŐƉĞƌƐŽŶĂůĐŽŶƚƌŽůŽǀĞƌŽŶĞ ?ƐůŝĨĞƐƚǇůĞ ? 
 
Searching for the significance of cancer during long-term survivorship 
 
Research suggests that many people diagnosed with cancer eventually find it 
to be a positively transformative experience. Indeed, surviving cancer can be a 
turning point  W an opportunity for survivors to reflect on life and take a new 
path (Vachon 2001). However, as already discussed, cancer can also have 
negative implications. This section draws attention to the positive and 
negative impact of searching for, and finding, meaning during the long-term 
survivorship phase. 
 
Several studies have shown that a diagnosis of cancer can lead to a changed 
outlook on life or life perspective (Pelusi 1997, McGrath 2004a, Sinding and 
Gray 2004, Fleer et al. 2006, Mols et al. 2009b, Helgeson 2010, Bishop et al. 
2011, Kahana et al. 2011, Schroevers et al. 2011). This may include a greater 
appreciation for life, for each day, and nature, not taking life for granted and 
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realising that every day is precious (Carter 1993, Utley 1999, Tomich et al. 
2005, Fleer et al. 2006, Schroevers et al. 2006, Greenwald and McCorkle 2007, 
Mols et al. 2009b, Sekse et al. 2009, Helgeson 2010, Lelorain et al. 2010, 
Bishop et al. 2011, Jansen et al. 2011). Jansen et al. (2011) found that 
survivors have a new-found purpose in life, whilst McGrath (2004a) reported 
that survivors live life to the full and Mols et al. (2009b) described how 
survivors feel a greater satisfaction with life. Several studies have also 
reported how cancer can lead to changes to religious views (Tomich et al. 
2005, Greenwald and McCorkle 2007, Kahana et al. 2011). 
 
Survivors speak of reprioritising goals, for example, life goals over career, and 
changed values and priorities, focusing on the important things in life, and 
showing less concern for trivial matters (Carter 1993, Shapiro et al. 1997, Dow 
et al. 1999, Tomich et al. 2005, Bishop et al. 2011, Kahana et al. 2011). Some 
studies have touched on how survivors now accept life situations that present 
themselves, for example, taking things as they come and feeling they can 
handle difficult situations (Greenwald and McCorkle 2007, Jansen et al. 2011). 
Changes ƚŽ ƐƵƌǀŝǀŽƌƐ ? ůŝĨĞƐƚǇůĞƐ ĂƌĞ ĂŶŽƚŚĞƌ ĂƌĞĂ ŽĨ ƌĞƉŽƌƚĞĚ ŐƌŽǁƚŚ ĚƵƌŝŶŐ
long-term survivorship. Studies have reported health behaviour change, 
particularly dietary changes and leading a more active lifestyle (Carter 1993, 
Shapiro et al. 1997, Dow et al. 1999, McGrath 2004b, Tomich et al. 2005, 
Greenwald and McCorkle 2007, Alfano et al. 2009, Mols et al. 2009b, Bishop 
et al. 2011).  
 
Despite the focus on searching for meaning as a positive experience, some 
theorists suggest it can be a negative process if meaning is not found (Park 
and Folkman 1997). Park and Folkman (1997) assert that those unable to 
make sense of an experience may be caught in a cycle of continuously trying 
to find meaning, which is maladaptive. This perspective has rarely been 
explored with specific reference to long-term cancer survivors. However, in 
one study, Tomich and Helgeson (2002) found that long-term breast cancer 
survivors who were still searching for meaning five years after diagnosis had 
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poorer mental functioning, less positive affect and more negative affect, than 
healthy controls. They also concluded that a continued, unresolved search for 
meaning was related to poor adjustment (Tomich and Helgeson 2002).  
 
Theme 2: Impact of cancer on self 
 
Background 
  
ƵƌǇ ?Ɛ  ? ? ? ? ? ?ƐĞŵŝŶĂůǁŽƌŬŽŶĐŚƌŽŶŝĐ ŝůůŶĞƐƐĂƐ  ‘ďŝŽŐƌĂƉŚŝĐĂůĚŝƐƌƵƉƚŝŽŶ ?ŚĂƐ
been used as a descriptive and analytical tool in cancer research, despite the 
debate regarding whether cancer can be classified as a chronic illness (Tritter 
and Calnan 2002, Hubbard et al. 2010). Individuals experience disruption to 
 ‘ƚĂŬĞŶ ĨŽƌ ŐƌĂŶƚĞĚĂƐƐƵŵƉƚŝŽŶƐ ?- the way they thought everyday life would 
continue is disrupted by illness. This forces ill people to renegotiate their self-
ĐŽŶĐĞƉƚ ĂŶĚ ŵŽďŝůŝƐĞ  ‘ĐŽŐŶŝƚŝǀĞ ĂŶĚ ŵĂƚĞƌŝĂů ƌĞƐŽƵƌĐĞƐ ? ŝŶ ƌĞƐƉŽŶƐĞ ƚŽ ƚŚĞ
disruption (Bury, 1982). This may include searching for an explanation for, or 
meaning of, the illness, as well as rearranging priorities and obligations. 
Therefore Bury asserts that the onset of, and day-to-day living with, chronic 
illness is not just an assault on the physical self but also an assault on identity 
(Bury, 1991). Charmaz (1983) also explored the impact chronic illness and, in 
ƉĂƌƚŝĐƵůĂƌ ? ƐƵĨĨĞƌŝŶŐ ? ĐĂŶ ŚĂǀĞ ŽŶ ŽŶĞ ?Ɛ ƐĞůĨ-concept. People suffering from 
ĐŚƌŽŶŝĐ ŝůůŶĞƐƐ ŵĂǇ ĞǆƉĞƌŝĞŶĐĞ  ‘ůŽƐƐ ŽĨ ƐĞůĨ ?  ?ĚŝŵŝŶŝƐŚĞĚ ƐĞůĨ-ĐŽŶĐĞƉƚ ? ĂŶĚ  ‘Ă
crumbling away of their former self-images without simultaneous 
development of equally vaůƵĞĚŶĞǁŽŶĞƐ ? ? ? ? ? ? P ? ? ? ? ?
 
Many cancer survivors feel they have changed as a result of the illness 
experience  W in terms of their own sense of self and in relation to others 
(McGrath 2004b, McGrath 2004a). Bertero and Wilmoth (2007) refer to the 
 ‘ƌĞĚĞĨŝŶŝƚŝŽŶŽĨƐĞůĨ ?ĂĨƚĞƌ cancer. The negative impact on self is evident in the 
ůŝƚĞƌĂƚƵƌĞ ?ǁŝƚŚƐŽŵĞƐƵƌǀŝǀŽƌƐĨĞĞůŝŶŐ ‘ďƌĂŶĚĞĚ ?Žƌ ‘ŵĂƌŬĞĚ ?ďǇĐĂŶĐĞƌ ?ǁŚŝĐŚ
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affects their sense of personal and social identity and, subsequently, their 
interactions with others (Mathieson and Stam 1995, Little et al. 1998, 
Langellier 2001, McKenzie and Crouch 2004, Kaiser 2008). However, as 
already highlighted, cancer can lead to positive transformation, and this 
ŝŶĐůƵĚĞƐƚŽŽŶĞ ?ƐƐĞůĨ-concept. dŚŽƌŶƚŽŶ ?Ɛ  ? ? ? ? ? ? ůŝƚĞƌĂƚƵƌĞƌĞǀŝĞǁŚŝŐŚůŝŐŚƚƐ
benefits to self including: increased inner strength, independence, caring for 
ŽŶĞ ?Ɛ ŽǁŶ ŶĞĞĚƐ ? ƚĂŬŝŶŐ ŵŽƌĞ ƚŝŵĞ ĨŽƌ ƐĞůĨ ? ŝŶĐƌĞĂƐĞĚ self-worth, and self-
respect. The following section briefly summarises the positive and negative 
impact of cancer on self experienced during long-term cancer survivorship. 
 
Impact of cancer on self during long-term cancer survivorship 
 
Personal identity 
  
The positive impact on self has been reported in several studies on long-term 
cancer survivors and focuses on the redefinition of self and personal 
transformation. This may include spiritual development (McGrath 2004b, 
Jansen et al. 2011). Indeed, Vachon (2001) described how cancer can be a 
 ‘ƐƉŝƌŝƚƵĂůůǇ ƚƌĂŶƐĨŽƌŵĂƚŝǀĞ ĞǀĞŶƚ ? ? ǁŝƚŚ ƐƵƌǀŝǀŽƌƐ ĨĞĞůŝŶŐ Ă ƐĞnse of higher 
purpose and connection to a higher power/being.  
 
Research has shown that cancer survivors have a clearer sense of self and 
increased confidence to manage life crises (Carter 1993). Survivors have 
reported increased inner strength: they feel stronger, are more outspoken, 
decisive, confident, assertive, independent and less dependent on the 
approval of others (McGrath 2004b, Schroevers et al. 2006, Mols et al. 2009b, 
Lelorain et al. 2010, Schroevers et al. 2011, Hubbard and Forbat 2012). Other 
examples of self-improvement include survivors caring for their own needs, 
doing what they want to and taking more time for themselves. They may also 
be more emotionally and sensitively aware. This can lead to survivors feeling 
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happier and more content (Tomich et al. 2005, Mols et al. 2009b, Sekse et al. 
2009, Helgeson 2010, Helgeson 2011, Hubbard and Forbat 2012). 
 
The negative impact on self includes living with uncertainty, as a result of an 
ĂǁĂƌĞŶĞƐƐ ŽĨ ŽŶĞ ?Ɛ ŽǁŶ ŵŽƌƚĂůŝƚǇ ĂŶĚ ĨĞĂƌ ŽĨ ƌĞĐƵƌƌĞŶĐĞ ? Ă ůŽƐƐ ŽĨ ƉŚǇƐŝĐĂů
health; an altered body image; loss of sexuality and masculinity/femininity; 
and negative emotional changes such as feeling more pessimistic. Survivors 
have to face the unknown and live with a sense of vulnerability during the 
long-term survivorship phase. These are all threats to identity which can lead 
to a struggle to maintain that identity which, in turn, can cause suffering, loss 
of values and loss of relationships (Henoch and Danielson 2009).  
 
As mentioned previously, the Sword of Damocles is widely referred to in the 
cancer literature, inferring that the threat of recurrence hangs precariously 
over the lives of survivors (Koocher and O'Malley 1981, Frank 1995, Zebrack 
2000b, Stephens 2004, Kaiser 2008). In addition, cancer survivors have been 
ŵĂĚĞ ‘ŵŽƌƚĂůŝƚǇƐĂůŝĞŶƚ ? W they have confronted death and recognise that they 
will do so again at some point in the future, although they do not know when 
(Little and Sayers 2004b, Little and Sayers 2004a). Several studies have 
reported that fear of recurrence, illness uncertainty and vulnerability can 
persist into long-term survivorship (Pelusi 1997, Gil et al. 2004, McGrath 
2004b, Fleer et al. 2006, Schroevers et al. 2006, Bertero and Wilmoth 2007, 
Doyle 2008, Sekse et al. 2009, Skaali et al. 2009, Helgeson 2010, Bishop et al. 
2011, Kahana et al. 2011, Hubbard and Forbat 2012).  
 
^ĞǀĞƌĂůƐƚƵĚŝĞƐŚĂǀĞĞǆƉůŽƌĞĚƚŚĞŝŵƉĂĐƚŽĨĂůƚĞƌĞĚďŽĚǇŝŵĂŐĞŽŶƐƵƌǀŝǀŽƌƐ ?
sense of self (Langellier 2001, Rozmovits and Ziebland 2004, Sekse et al. 2009, 
Walker and Robinson 2012). Rozmovits and Ziebland described the 
consequences of treatment and subsequent bodily function on the adult 
ŝĚĞŶƚŝƚǇŽĨĐŽůŽƌĞĐƚĂůĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐ ?^ƵƌǀŝǀŽƌƐĚĞƐĐƌŝďĞĚĂ ‘ƌĞŽƌŝĞŶƚĂƚŝŽŶŽĨ
life around ďŽǁĞů ŚĂďŝƚ ? ǁŝƚŚ Ă ĐŽƌƌĞƐƉŽŶĚŝŶŐ ůŽƐƐ ŽĨ ĚŝŐŶŝƚǇ ? ƉƌŝǀĂĐǇ ?
independence and sexual confidence. However, they pointed out that many 
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people make a good recovery and re-establish normal eating and bowel habits 
ĂŶĚĐĂŶƚŚĞƌĞĨŽƌĞ  ‘ƌĞĂƐƐƵŵĞĂŶĂĚƵůƚ ŝĚĞŶƚŝƚǇ ?  ?2004: 202) without a loss of 
professional identity, loss of ability to socialise or disruption to sexual identity 
(Rozmovits and Ziebland 2004). 
 
Sekse et al.  ? ? ? ? ? ?ĞǆƉůŽƌĞĚǁŽŵĞŶ ?ƐĞǆƉĞƌŝĞŶĐĞƐ ĨŝǀĞǇĞĂƌƐƉŽƐƚ-treatment 
ĨŽƌ ŐǇŶĂĞĐŽůŽŐŝĐĂů ĐĂŶĐĞƌ ĂŶĚ ŽŶĞ ŽĨ ƚŚĞ ƚŚĞŵĞƐ ŝĚĞŶƚŝĨŝĞĚ ǁĂƐ  ‘ůŝǀŝŶŐ ŝŶ Ă
ĐŚĂŶŐĞĚ ĨĞŵĂůĞ ďŽĚǇ ? ? dŚĞǇ ĨŽƵŶĚ ƚŚĂƚ ǁŽŵĞŶ ?Ɛ ĨĞĞůŝŶŐƐ ŽĨ ĨĞŵŝŶŝŶŝƚǇ ?
discussed in terms of physical looks, were little affected by treatment. 
Women who had a hysterectomy compared themselves to how a woman 
might feel after a mastectomy for breast cancer. They perceived that losing a 
breast would have a greater impact on femininity (Sekse et al. 2010). Indeed, 
Langellier (2001) presented a case study exploring the impact of breast cancer 
ŽŶ  ‘ZŚĞĂ ?  W a woman in her early forties who was ten years post-diagnosis. 
Langellier discussed ŚŽǁZŚĞĂ ?ƐďŽĚǇŚĂĚďĞĞŶŵĂƌŬĞĚďǇďƌĞĂƐƚĐĂŶĐĞƌĂŶĚ
ŝƚƐ ƚƌĞĂƚŵĞŶƚ  ?ƌĂĚŝĂƚŝŽŶ ĂŶĚ ŵĂƐƚĞĐƚŽŵǇ ? ? ZŚĞĂ ?Ɛ ŶĂƌƌĂƚŝǀĞ ŚŝŐŚůŝŐŚƚĞĚ ŚĞƌ
 ‘ƐƚƌƵŐŐůĞ ƚŽ ƚĂŬĞ ŚĞƌ ďŽĚǇ ďĂĐŬ ĨƌŽŵ ƚŚĞ ƐƉŽŝůƐ ŽĨ ĚŝƐĞĂƐĞ ? ƐƵƌŐĞƌǇ ? ĂŶĚ ƚŚĞ
ŵƵůƚŝƉůĞƐƚŝŐŵĂƚŝƐŝŶŐĨŽƌĐĞƐŽĨĚŝƐĐŽƵƌƐĞ ? ? ? ? ? ? P170). To do so, Rhea decided 
not to have a reconstruction but instead had a tattoo on her mastectomy scar, 
over which she wears a prosthesis. Rhea responded to the markings of breast 
ĐĂŶĐĞƌ ĂŶĚ ŵĂƐƚĞĐƚŽŵǇ ǁŝƚŚ ŚĞƌ ŽǁŶ  ‘ďŽĚǇ ŵĂƌŬŝŶŐ ?(Langellier 2001). She 
 ‘ĞĨĨĞĐƚŝǀĞůǇ “ŽǁŶƐ ?ŚĞƌĚŝƐĞĂƐĞĂŶĚƐĐĂƌ ?ƉĞƌƐŽŶĂůŝƐŝŶŐŚĞƌŝůůŶĞƐƐ ? ? ? ? ? ? P ? ? ? ? ? 
 
A study by Walker and Robinson (2012) explored sexual adjustment amongst 
men treated with hormone therapy for prostate cancer. They highlighted that 
the side effects of androgen deprivation therapy (ADT), which include erectile 
dysfunction, loss of libido, hot flashes and bodily feminisation, can affect a 
ŵĂŶ ?s sense of masculinity. This resulted in a loss of self-esteem and impacted 
on sexual function. 
 
It should be noted that not everyone affected by cancer experiences changes 
to their sense of self. Shapiro et al. (1997) undertook in-depth interviews to 
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explore the experiences of three long-term breast cancer survivors and their 
partners. They were particularly interested in changes to identity. Three 
narrative themes were found in the data: ďĂĐŬƚŽ ‘ŶŽƌŵĂů ? ?ƌĞďŝƌƚŚĂŶĚƚƵƌŶŝŶŐ
point (Shapiro et al. 1997). Accounts showed variation in perceived changes to 
identity  W two survivors felt changed by the experience, whilst the other did 
ŶŽƚ ?ZĞŐĂƌĚŝŶŐƚŚĞƚŚĞŵĞ  ‘ďĂĐŬƚŽŶŽƌŵĂů ? ?ŽŶĞǁŽŵĂŶĨĞůƚďĂĐŬƚŽŚĞƌ  ‘ŽůĚ
ƐĞůĨ ?ǁŚĞŶƚƌĞĂƚŵĞŶƚĂŶĚƌĞĐŽǀĞƌǇǁĞƌĞĐŽŵƉůĞƚĞĚ(Shapiro et al. 1997). Her 
support network, maintaining contact with work and continuing social 
ĂĐƚŝǀŝƚŝĞƐ ƐƵƉƉŽƌƚĞĚ ƚŚĞ ŵĂŝŶƚĞŶĂŶĐĞ ŽĨ ŚĞƌ  ‘ŽůĚ ƐĞůĨ ? ? dŚŝƐ ǁŽŵĂŶ ĨĞůƚ ƐŚĞ
was fundamentally the same person, that the experience had not changed her 
and that she therefore did not want to be identified by the experience. She 
experienced a temporary disruption  W ĂůďĞŝƚ Ă  ‘ŚŽƌƌŝďůĞ ? ŽŶĞ  W but her core 
sense of self was unchanged. 
 
Illness identity 
 
dŚĞ ĐŽŶĐĞƉƚ ŽĨ ƚŚĞ  ‘ƐŝĐŬ ƌŽůĞ ? ǁĂƐ ĐŽŶĐĞŝǀĞĚ ďǇ dĂůĐŽƚƚWĂƌƐŽŶƐ ŝŶ  ? ? ? ? ? ,Ğ
argued that illness has a social, as well as individual, dimension. Individuals 
learn what society expects of them when they are sick. If they fail to conform, 
ƚŚĞǇ ŵĂǇ ďĞ ƐƚŝŐŵĂƚŝƐĞĚ ĨŽƌ  ‘ĚĞǀŝĂŶƚ ďĞŚĂǀŝŽƵƌ ?(Giddens 2009). However, 
ZĂĚůĞǇƐƵŐŐĞƐƚĞĚŝŶĚŝǀŝĚƵĂůƐŽĨƚĞŶƌĞĨƵƐĞƚŽŽĐĐƵƉǇƚŚĞ ‘ƐŝĐŬƌŽůĞ ?ĨŽƌĨĞĂƌ of 
such stigmatisation (Radley 1994). Yet, he also argued that despite whether or 
ŶŽƚ Ă ƉĞƌƐŽŶ ŝƐ ƐǇŵƉƚŽŵĂƚŝĐ ? ƚŚĞǇ ĂƌĞ Ɛƚŝůů ƐƵďũĞĐƚ ƚŽ  ‘ƐŽĐŝĂů ĐĂƚĞŐŽƌŝƐĂƚŝŽŶ ?
(Radley, 1994: 4). Indeed, Little et al.  ? ? ? ? ? ?ƌĞĨĞƌƚŽƚŚĞ ‘ĂĚŚĞƐŝǀĞŶĞƐƐ ?ŽĨƚŚĞ
cancer label, which persists long after treatment has finished (1998: 1486). 
DĐ<ĞŶǌŝĞĂŶĚƌŽƵĐŚ ? ? ? ? ? ?ĂůƐŽƐƵŐŐĞƐƚƐƵƌǀŝǀŽƌƐĂƌĞ ‘ƉĞƌŵĂŶĞŶƚůǇďƌĂŶĚĞĚ
ďǇ ƚŚĞ ĚŝƐĞĂƐĞ ?  ? ? ? ? ? P  ? ? ? ? ǁŚŝůƐƚ DĂƚŚŝĞƐŽŶ ĂŶĚ ^ƚĂŵ  ? ? ? ? ?  argue some 
ƐƵƌǀŝǀŽƌƐ ĨĞĞů  ‘ĐŽŶƚĂŵŝŶĂƚĞĚ ? ďǇ ĐĂŶĐĞƌ ? ^ŽŵĞ ŝŶĚŝǀŝĚƵĂůƐ ƌĞƐŝƐƚ ƚŚĞ  ‘ĐĂŶĐĞƌ
ƐƵƌǀŝǀŽƌ ?ůĂďĞů(Sinding and Gray 2004, Kaiser 2008, Leigh 2008). Indeed, Leigh 
highlighted that many ƐƵƌǀŝǀŽƌƐ  ‘ůŽĂƚŚĞ ? ƚŚĞ ƚĞƌŵ  ? ? ? ? ? P  ? ? ? ? ? <ĂŝƐĞƌ ĨŽƵŶĚ
ƚŚĂƚ ?ĚĞƐƉŝƚĞƚŚĞƉŽƐŝƚŝǀĞĐŽŶŶŽƚĂƚŝŽŶƐŝŵƉůŝĞĚďǇƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?
some women with breast cancer actively reject the label as they do not want 
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to be defined by their illness. A small number of studies have explored the 
ĂĚŽƉƚŝŽŶ ĂŶĚ ?Žƌ ƌĞũĞĐƚŝŽŶ ŽĨ ƚŚĞ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ŝĚĞŶƚŝƚǇ ĚƵƌŝŶŐ ůŽŶŐ-term 
cancer survivorship, and they are briefly discussed here (Deimling et al. 2007, 
Helgeson 2011, Morris et al. 2011, Khan et al. 2012). 
 
Deimling et al. (2007) reported that older adults who had survived for at least 
five years after a cancer diagnosis ŝĚĞŶƚŝĨŝĞĚƚŚĞŵƐĞůǀĞƐĂƐ  ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐ ?
ĂŶĚ ?Žƌ ‘Ğǆ-ƉĂƚŝĞŶƚƐ ?ƌĂƚŚĞƌƚŚĂŶ ‘ǀŝĐƚŝŵƐ ?Žƌ ‘ƉĂƚŝĞŶƚƐ ? ?ĞŝŶŐĂƐƵƌǀŝǀŽƌǁĂƐĂŶ
important part of who they were, but they were not overly concerned about 
how others view them. More recently, Helgeson (2011) conducted a 
quantitative study exploring the extent to which long-term breast cancer 
survivors (ten years post-diagnosis) integrated cancer into their self-concept 
(survivor centrality), and what factors predicted survivor centrality. Helgeson 
found that women varied in the extent to which they defined themselves in 
terms of their breast cancer. Younger women had higher survivor centrality 
scores, but no other demographic or cancer-related variables were associated 
ǁŝƚŚ ƚŚŝƐ ĐŽŶƐƚƌƵĐƚ ? ,ĞůŐĞƐŽŶ ĐŽŶĐůƵĚĞĚ ƚŚĂƚ ƐŚĞ  ‘ĚŝĚ ŶŽƚ ůĞĂƌŶ Ă ůŽƚ ĂďŽƵƚ
ǁŚŽ ŝƐ ŵŽƌĞ ůŝŬĞůǇ ƚŽ ĚĞĨŝŶĞ ƚŚĞŵƐĞůǀĞƐ ŝŶ ƚĞƌŵƐ ŽĨ ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐŚŝƉ ?
(2011: 522). 
 
Morris et al. (2011) qualitatively explored adoption of survivor identity after 
participating in a challenge-based peer-support programme. Overcoming 
challenges through the event, and the opportunity to form a connection with 
other survivors, solidified the survivor identity for those women who 
considered themselves survivors prior to the peer-support challenge. Some 
women attached new meaning to their cancer experience, and developed a 
new-ĨŽƵŶĚƉŽƐŝƚŝǀĞŝĚĞŶƚŝĨŝĐĂƚŝŽŶǁŝƚŚƚŚĞƚĞƌŵ ‘ƐƵƌǀŝǀŽƌ ?ĂĨƚĞƌƚŚĞĐŚĂůůĞŶŐĞ
(Morris et al. 2011) ? DĞĞƚŝŶŐ ŽƚŚĞƌ ƐƵƌǀŝǀŽƌƐ  ‘ǁĂƐ ĐĞŶƚƌĂů ƚŽ ǁŽŵĞŶ
reappraising their own situation positively through the social comparison 
ƉƌŽĐĞƐƐŽĨƵƉǁĂƌĚ ŝĚĞŶƚŝĨŝĐĂƚŝŽŶ ?  ? ? ? ? ? P  ? ? ? ? ?dŚŽƐĞƚŚĂƚ ŝĚĞŶƚŝĨŝĞĚǁŝƚŚ ƚŚĞ
ƚĞƌŵ ‘ƐƵƌǀŝǀŽƌ ?ĂƚƚƌŝďƵƚĞĚƉŽƐŝƚŝǀĞŵĞĂŶŝŶŐƚŽƚŚĞƚ ƌŵ ?ŚŝŐŚůŝŐŚƚŝŶŐĨĞĞůŝŶŐƐ
of strength and group membership, which in turn were strategies to actively 
  
  68   
cope with the challenges of their cancer experience. However, there were 
some women who did not identify with the term, either because they were 
worried that they would be seen as a victim of cancer, or because they felt 
they had been treated for an illness and it had gone, therefore they were no 
longer trying to survive anything (Morris et al. 2011). 
 
The only UK-ďĂƐĞĚ ƐƚƵĚǇ ƚŽ ĞǆƉůŽƌĞ ƚŚĞ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ŝĚĞŶƚŝƚǇ ǁĂƐ
conducted by Khan et al. (2012). Their qualitative study of forty people at 
least five years post-diagnosis for breast, colorectal or prostate cancer found 
ƚŚĂƚ ŵŽƐƚ ƌĞƐƉŽŶĚĞŶƚƐ ĚŝĚ ŶŽƚ ĞŶĚŽƌƐĞ ƚŚĞ ƚĞƌŵ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ? sĂƌŝŽƵƐ
ƌĞĂƐŽŶƐ ǁĞƌĞ ŚŝŐŚůŝŐŚƚĞĚ ? WĂƌƚŝĐŝƉĂŶƚƐ ĨĞůƚ ƚŚĂƚ ƚŚĞ ƚĞƌŵ  ‘ƐƵƌǀŝǀŽƌ ? ŝŵƉůŝĞĚ
cure, they did not want to be defined by the cancer experience, they felt 
others were more deserving of the label (such as those with other chronic 
illnesses), they had experienced more challenging events in their lives than 
cancer or that the label implied an advocacy role that they did not aspire to 
(Khan et al. 2012). Khan et al. suggested thĂƚ ŵŽƌĞ  ‘ĚĞƐĐƌŝƉƚŝǀĞ ƚĞƌŵƐ ? ďĞ
employed when referring to this population (2012: 184).  
 
Theme 3: Impact of cancer on interpersonal relationships 
 
Background 
 
/ůůŶĞƐƐ  ‘ƉƌŽĨŽƵŶĚůǇ ? ŝŶĨůƵĞŶĐĞƐ ƌĞůĂƚŝŽŶƐŚŝƉƐ(Kleinman 1988), with both 
ƉŽƐŝƚŝǀĞĂŶĚŶĞŐĂƚŝǀĞŝŵƉůŝĐĂƚŝŽŶƐ ?<ůĞŝŶŵĂŶĂƌŐƵĞƐƚŚĂƚ ‘ŝůůŶĞƐƐŝƐŶŽƚƐŝŵƉůǇ
a personal experience; it is transactional, communicative, profoundly social. 
The study of illness meanings is not only about one particulaƌ ŝŶĚŝǀŝĚƵĂů ?Ɛ
experience; it is also very much about social networks, social situations, and 
ĚŝĨĨĞƌĞŶƚĨŽƌŵƐŽĨƐŽĐŝĂů ƌĞĂůŝƚǇ ? /ůůŶĞƐƐŵĞĂŶŝŶŐƐĂƌĞƐŚĂƌĞĚĂŶĚŶĞŐŽƚŝĂƚĞĚ ?
(1988: 185- ? ? ? ? ? /ůůŶĞƐƐ ďƌŝŶŐƐ ŝŶĚŝǀŝĚƵĂůƐ ĂŶĚ ƚŚŽƐĞ ĐůŽƐĞ ƚŽ ƚŚĞŵ  ‘ĨĂĐĞ ƚŽ
face wŝƚŚ ƚŚĞ ĐŚĂƌĂĐƚĞƌ ŽĨ ƚŚĞŝƌ ƌĞůĂƚŝŽŶƐŚŝƉƐ ? ǁŚĞƌĞ ĚŝƐƌƵƉƚŝŽŶ ŽĨ  ‘ŶŽƌŵĂů
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ƌƵůĞƐŽĨƌĞĐŝƉƌŽĐŝƚǇĂŶĚŵƵƚƵĂůƐƵƉƉŽƌƚ ?ŽĐĐƵƌƐ  ?ƵƌǇ ? ? ? ? ? P  ? ? ? ? ?dŚĞƌĞĨŽƌĞ ?
ƚŚĞƌĞ ŝƐ Ă ŶĞĞĚ ƚŽ ƵŶĚĞƌƐƚĂŶĚ ƚŚĞ  ‘ŝŶƚĞƌůŝŶŬĞĚ ůŝǀĞƐ ? ŽĨ ƐƵƌǀŝǀŽƌƐ ĂŶĚ ƚŚĞŝƌ
loved ones after an experience of cancer (Little and Sayers 2004b). 
 
Impact of cancer on interpersonal relationships 
 
Several literature reviews have been published on the impact of cancer on 
spousal/partner relationships (and sexual functioning), and social and familial 
relationships (O'Mahoney and Carroll 1997, Weihs and Reiss 2000, Thaler-
DeMers 2001, Thornton 2002, Thornton and Perez 2007, Fossa and Dahl 2008, 
Hara and Blum 2009, Naaman et al. 2009, Wittmann et al. 2009). Thornton 
and Perez (2007) highlight that relatively little research has explored the 
impact of cancer on relationships beyond diagnosis and treatment. Of the 
studies that have been conducted on long-term cancer survivors, few focus on 
the non-sexual aspects of relationships or relationships other than the partner 
relationship (Thornton and Perez 2007). 
 
Research suggests that there is a socially acceptable way for cancer survivors 
to act post-treatment (Little et al. 1998, Crouch and McKenzie 2000, Little et 
al. 2002, Little 2004, Little and Sayers 2004b, Little and Sayers 2004a, 
McKenzie 2004, McKenzie and Crouch 2004, Kaiser 2008). Kaiser discusses the 
 ‘ůĂŶŐƵĂŐĞ ŽĨ ƐƵƌǀŝǀŽƌƐŚŝƉ ? ŚŽǁ ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐ ĂƌĞ ĞǆƉĞĐƚĞĚ ƚŽ  ‘ĨŝŐŚƚ ƚŚĞ
ŐŽŽĚ ĨŝŐŚƚ ? ? ďĂƚƚůĞ ƚŚĞ ĚŝƐĞĂƐĞ ? ǁĂŐĞ Ă ǁĂƌ ŽŶ ĐĂŶĐĞƌ ǁŚŝůƐƚ ŵĂŝŶƚĂŝŶŝŶŐ a 
positive outlook (2008: 81). Not only is this thought to benefit the cancer 
survivor in terms of positive adjustment and quality of life post-treatment 
(Park et al. 2009), but it also helps family, friends, etc. feel less anxious and 
ĐŽŶĐĞƌŶĞĚ ĂďŽƵƚ ŶŽƚ ũƵƐƚ ƚŚĞ ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ?Ɛ ĨƵƚƵƌĞ ? ďƵt also their own. 
DŝůĞƐ >ŝƚƚůĞ ĂŶĚ ĐŽůůĞĂŐƵĞƐ ŚĂǀĞ ĞǆƉůŽƌĞĚ ŚŽǁ ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐ ? ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌƐ ĂƌĞ ŵĂĚĞ  ‘ƵŶĐŽŵĨŽƌƚĂďůǇ ĂǁĂƌĞ ŽĨ ŵŽƌƚĂůŝƚǇ ?  W they are made 
 ‘ŵŽƌƚĂůŝƚǇƐĂůŝĞŶƚ ? ?>ŝƚƚůĞĂŶĚ^ĂǇĞƌƐ ? ? ? ? ?ď P ? ? ? ? ? ?ĚŽƉƚŝŶŐĂƉŽƐŝƚŝǀĞŽƵƚůŽŽŬ
and taking stĞƉƐ ƚŽ ƌĞƚƵƌŶ ƚŽ  ‘ŶŽƌŵĂůŝƚǇ ? ŽŶĐĞ ƚƌĞĂƚŵĞŶƚ ŝƐ ĐŽŵƉůĞƚĞĚ ? ĂƌĞ
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ƐĂŝĚƚŽďĞ ‘ƐŽĐŝĂůůǇĂƉƉƌŽǀĞĚ ?ďǇƚŚŽƐĞĐůŽƐĞƚŽƐƵƌǀŝǀŽƌƐĂƐƚŚĞǇĂƌĞƌĞĂƐƐƵƌŝŶŐ
ĂŶĚ ‘ŬĞĞƉŵŽƌƚĂůŝƚǇƐĂůŝĞŶĐĞĂƚďĂǇ ? ?>ŝƚƚůĞĂŶĚ^ĂǇĞƌƐ ? ? ? ? ?ď P ? ? ? ? ? ? 
 
^Ž ?ŝŶƚŚŝƐƐĞŶƐĞ ?ƚŚĞƚĞƌŵ ‘ƐƵƌǀŝǀŽƌ ? ŝƐĂƐŵƵĐŚĨŽƌĨĂŵŝůǇĂŶĚĨƌŝĞŶĚƐĂƐŝƚ ŝƐ
for the individual diagnosed with the disease. Problems arise, however, if 
those diagnosed find it difficult to maintain such a positive outlook or seek to 
find meaning from the experience (Little et al. 2002, Little and Sayers 2004b, 
McKenzie and Crouch 2004, Kaiser 2008). This can lead to unwelcome feelings 
ŽŶ ƚŚĞ ƉĂƌƚ ŽĨ  ‘ƐĞĐŽŶĚĂƌǇ ? ƐƵƌǀŝǀŽƌƐ ? ǁŚŝĐŚ ĐĂŶ ůĞĂĚ ƚŚĞŵ ƚŽ ĂůŝĞŶĂƚĞ ƚŚĞ
canĐĞƌ ƐƵƌǀŝǀŽƌ ĨƌŽŵ  ‘ŶŽƌŵĂů ? ƐŽĐŝĞƚĂů ŝŶƚĞƌĂĐƚŝŽŶƐ ? &Žƌ ĞǆĂŵƉůĞ ? DĐ<ĞŶǌŝĞ
ĂŶĚ ƌŽƵĐŚ ƐƚƵĚŝĞĚ ƚŚĞ ŝŵƉĂĐƚ  ‘ďĞŝŶŐ ƉĞƌŵĂŶĞŶƚůǇ ďƌĂŶĚĞĚ ďǇ ƚŚĞ ĚŝƐĞĂƐĞ ?
can have on relationships (2004: 140). On treatment completion, significant 
ŽƚŚĞƌƐ ĚĞĞŵ ƚŚĞ  ‘ƐƚƌƵŐŐůĞ ? ƚŽ ďĞ Žǀer and expect life to return to normal. 
However, fear of recurrence, uncertainty and the fact that the survivor has 
faced their own mortality may result in different emotions on the part of the 
ƐƵƌǀŝǀŽƌ ?   ‘ŵŝƐŵĂƚĐŚ ? ŽĨ ĞŵŽƚŝŽŶƐ ĂŶĚ ĨƵƚƵƌĞ ƉůĂŶƐ ĐĂŶ ůĞĂĚ ƚŽ  ‘ƐŽĐŝĂů
ĚŝƐƚĂŶĐŝŶŐ ?ŝŶĐůŽƐĞƌĞůĂƚŝŽŶƐŚŝƉƐ ?DĐ<ĞŶǌŝĞĂŶĚƌŽƵĐŚ ? ? ? ? ? P ? ? ? ? ?^ƵƌǀŝǀŽƌƐ
may attempt to control, or mask, their emotions to appear socially acceptable 
ƚŽ ƚŚĞ  ‘ŶŽƌŵĂů ? ŵĂũŽƌŝƚǇ ? ,ŽǁĞǀĞƌ ? ƚŚŝƐ ŝŶĂďŝůŝƚǇ ƚŽƚŚĞŶ ĐŽŵŵƵŶŝĐĂƚĞ ƚŚĞŝƌ
true feelings to those close to them can lead to tension and a breakdown in 
relationships (Little et al. 1998, McKenzie and Crouch 2004).  
 
Despite this, changes in relationships associated with the cancer experience 
appear to be largely positive (Thornton 2002, Thornton and Perez 2007). As 
already discussed, Thornton and Perez highlight that positive changes in 
relationships are one of the most frequently cited domains of benefit-finding.  
 
Impact of cancer on interpersonal relationships during long-term survivorship 
 
Studies have shown that long-term cancer survivors have a greater 
appreciation for others, show increased compassion, sympathy, concern, 
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sensitivity and respect, and are less judgemental (McGrath 2004a, Schroevers 
et al. 2006, Jansen et al. 2011). More time and effort is invested in 
relationships which leads to improved relationships with family and friends, 
ĂŶĚ Ă ĚĞĞƉĞƌ ůŽǀĞ ĨŽƌ ŽŶĞ ?Ɛ ƐƉŽƵƐĞ ĂŶĚ ĐůŽƐĞŶĞƐƐ ƚŽ ŽŶĞ ?Ɛ ĨĂŵŝůǇ(McGrath 
2004a, Tomich et al. 2005, Greenwald and McCorkle 2007, Mols et al. 2009b). 
Cancer survivors are more appreciative of the time they spend with those 
close to them (Foley et al. 2006). 
 
In terms of the negative implications of cancer, body image concerns clearly 
impact social interaction. For example, as discussed earlier in this chapter, 
impaired bodily function has been shown to compromise colorectal cancer 
ƐƵƌǀŝǀŽƌƐ ? ĂďŝůŝƚǇ ƚŽ ǁŽƌŬ ? ƚƌĂǀĞů ĂŶĚ ƐŽĐŝĂůŝƐĞ ? ĂůďĞŝƚ ƚĞŵƉŽƌĂƌŝůǇ ĨŽƌ ƐŽŵĞ
(Rozmovits and Ziebland 2004). Thomas-Maclean (2005) reported that 
women with breast cancer feel they have to appear normal to others, so they 
ĞŶŐĂŐĞŝŶ ‘ŶŽƌŵĂůŝƐĂƚŝŽŶ ?ĂĐƚŝǀŝƚŝĞƐ ?ƐƵĐŚĂƐǁĞĂƌŝŶŐĂƉƌŽƐƚŚĞƐŝƐ ?ĞǀĞŶŝĨŝƚŝƐ
ƵŶĐŽŵĨŽƌƚĂďůĞ ?dŚĞĂǁĂƌĞŶĞƐƐŽĨŽŶĞ ?ƐŵŽƌƚĂůŝƚǇĂŶĚƉŽƚĞŶƚŝĂůƐŚŽƌƚĞŶĞĚůŝĨĞ
expectancy can also lead survivors to hold back from making commitments 
and attachments (Hubbard and Forbat 2012). This can lead to survivors feeling 
isolated from their social world. Sekse et al. (2009) argue that cancer makes 
ǁŽŵĞŶ  ‘ŵŽƌĞ ĞŵŽƚŝŽŶĂůůǇ ĂŶĚ ƐĞŶƐŝƚŝǀĞůǇ ĂǁĂƌĞ ? ǁŚŝĐŚ ĐƌĞĂƚĞƐ  ‘Ă ŶĞǁ
ǀƵůŶĞƌĂďŝůŝƚǇŝŶĞŶĐŽƵŶƚĞƌƐǁŝƚŚŽƚŚĞƌƐ ? ? ? ? ? ? P ? ? ? ? tŽŵĞŶŝŶƚŚĞŝƌƐƚƵĚǇĨĞůƚ
that people would not be able to understand what they had been through, 
which ŐĞŶĞƌĂƚĞĚĂƐĞŶƐĞŽĨ ‘ĞǆŝƐƚĞŶƚŝĂůůŽŶĞůŝŶĞƐƐ ? ?^ŽŵĞǁŽŵĞŶƚĂůŬĞĚĂďŽƵƚ
ŚŽǁƚŚĞǇƚŽŽŬŽŶĂ  ‘ƉƌŽƚĞĐƚŝǀĞƌŽůĞ ? ?ŶŽƚƐŚĂƌŝŶŐƚŚĞŝƌƚŚŽƵŐŚƚƐĂŶĚĨĞĞůŝŶŐƐ
with those close to them to protect them from difficult conversations, not just 
about cancer more generally, but the intimacy and sensitivities surrounding 
gynaecological cancer (Sekse et al. 2009).  
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Impact of cancer on the spousal/partner relationship during long-term cancer 
survivorship 
 
Relationships change on all levels of intimacy after a cancer diagnosis (Colyer 
1996). Several studies on long-term survivors clearly highlight this sentiment. 
Sanders et al. (2006) reported findings from a study exploring coƵƉůĞƐ ? ůŽŶŐ-
term intimacy needs and concerns following prostate cancer. They suggested 
ƚŚĂƚ ‘ŵĞŶĂŶĚǁŽŵĞŶƚŚŝŶŬĂŶĚƌĞƐƉŽŶĚǀĞƌǇĚŝĨĨĞƌĞŶƚůǇƚŽƚŚĞĞǆƉĞƌŝĞŶĐĞŽĨ
ƐƵƌǀŝǀŝŶŐ ƉƌŽƐƚĂƚĞ ĐĂŶĐĞƌ ?  ? ? ? ? ? P  ? ? ? ? ? tŽŵĞŶ ĨĞůƚ ƚŚĞŝƌ ƌŽůĞƐ ĂŶĚ
responsibilities had changed, from being protected and cared for, to more 
 ‘ĞŵŽƚŝŽŶĂů ĐĂƌĞƚĂŬŝŶŐ ?  ? ? ? ? ? P  ? ? ? ? ? DĞŶ ƌĞƉŽƌƚĞĚ  ‘ĨƌĞƋƵĞŶƚ
ŵŝƐĐŽŵŵƵŶŝĐĂƚŝŽŶ ? ǁŝƚŚ ƚŚĞŝƌ ƉĂƌƚŶĞƌƐ  ? ? ? ? ? P  ? ? ? ? ĂŶĚ ƚŚĂƚ ƐĞǆ ǁĂƐ ůĞƐƐ
romantic and more difficult as a result of the side effects of treatment. Their 
ǁŝǀĞƐ ĂŐƌĞĞĚ ? ƐƵŐŐĞƐƚŝŶŐ ƚŚĂƚ ƐĞǆ ŚĂĚ ďĞĐŽŵĞ ƚŽŽ  ‘ĐůŝŶŝĐĂů ? ? ĂŶĚ ůĂĐŬĞĚ
spontaneity (2006: 505). However, men also highlighted the importance and 
ŶĞĐĞƐƐŝƚǇŽĨƚŚĞŝƌǁŝǀĞƐ ?ƐƵƉƉŽƌƚ(Sanders et al. 2006).  
 
Ramirez et al. (2009) published a study exploring the impact of ostomies on 
sex and body image in female long-term colorectal cancer survivors. They 
found four categories of sexual experience. First were those who experienced 
no long-term sexual difficulties, but had a variety of techniques to ensure this 
was the case, for example, keeping the bag covered/hidden and also having a 
supportive partner who accepted their changed body and made them feel 
desirable. Second
 
were those who had long-term difficulties, for example, 
pain or inability to have sex. For some, this caused disruption and a sense of 
loss for the intimacy experienced previously, but for others it was not 
particularly problematic, perhaps because sex had not be an important part of 
the relationship previously, or they found other ways to show love and 
intimacy which maintained the relationship. For others, they were grateful to 
be alive so long-term difficulties were deemed a small price to pay. Third were 
those for whom age-related, life course changes in sexuality meant sex had 
changed as a result of getting older rather than surgery. Finally there were 
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survivors who had no sexual experience post-surgery, i.e. they did not have 
partners. An ostomy made it difficult to start a new relationship, perhaps 
because women felt undesirable or had concerns about how to deal with a 
ŶĞǁƉĂƌƚŶĞƌ ?ƐƌĞĂĐƚŝŽŶ ?&ŽƌƚŚĞƐĞǁŽŵĞŶ ?ǁŚŝůƐƚĐĞůŝďĂĐǇǁĂƐŶŽƚŝĚĞĂů ?ŝƚǁĂƐ
less complicated than trying to negotiate their altered body image with a new 
partner. The findings point to the diversity of meaning in sexual relationships 
for long-term survivors (Ramirez et al. 2009).  
 
Walker and Robinson (2012) explored sexual adjustment amongst men 
treated with hormone therapy for prostate cancer. As already highlighted, the 
side effects of androgen deprivation therapy  ?d ?ĐĂŶĂĨĨĞĐƚĂŵĂŶ ?ƐƐĞŶƐĞŽĨ
masculinity and sexuality. This can subsequently impact sexual relationships. 
All couples said that their relationship had changed since undergoing ADT. 
They experienced changes to sex, including having to use sex aids and 
focusing on intimacy, but also grieving the loss of the sexual relationship they 
had prior to cancer (Walker and Robinson 2012). Couples reported being 
 ‘ƉůĂŐƵĞĚ ?ďǇƵŶŚĞůƉĨƵůĨĞĞůŝŶŐƐ ?ŝŶĐůƵĚŝŶŐĚŽƵďƚƚŚĂƚƚŚĞǇǁĞƌĞƐƚŝůůƉŚǇƐŝĐĂůůǇ
attractive to their partner, grief over the loss of a significant part of their 
relationship, self-ĞƐƚĞĞŵŝƐƐƵĞƐĂŶĚŶĞŐĂƚŝǀĞĞǆƉĞĐƚĂƚŝŽŶƐĂďŽƵƚƚŚĞ ‘ƐƵĐĐĞƐƐ ?
of sexual relations. Loss of self-esteem was a key issue for both men and 
ǁŽŵĞŶ ? DĞŶ ?Ɛ ůŽƐƐ ŽĨ ƐĞůĨ-esteem stemmed from feeling less masculine. 
tŽŵĞŶ ?ƐůŽƐƐŽĨƐĞůĨ-ĞƐƚĞĞŵƌĞƐƵůƚĞĚĨƌŽŵƚŚĞŝƌĐŽŶĐĞƌŶƚŚĂƚƚŚĞŝƌƉĂƌƚŶĞƌ ?Ɛ
loss of libido was due to them not finding their partner attractive. One key 
ƐƚƌĂƚĞŐǇ ŝĚĞŶƚŝĨŝĞĚ ǁĂƐ ŽƉĞŶ ĐŽŵŵƵŶŝĐĂƚŝŽŶ ? ǁŚŝĐŚ ŚĞůƉĞĚ  ‘ĐŽƵŶƚĞƌ
ŵŝƐŝŶƚĞƌƉƌĞƚĂƚŝŽŶƐƚŚĂƚĐŚĂŶŐĞƐŝŶĂĨĨĞĐƚŝŽŶŵĞĂŶƚĂůŽƐƐŽĨůŽǀĞ ? ? ? ? ? ? P ? ? ? ? ?
 
Impact of cancer on relationships with family and friends during long-term 
survivorship 
 
Very little research was identified that has explored the impact of cancer on 
familial relationships during the long-term survivorship phase. In terms of the 
positive impact on familial relationships, McGrath (2004a) reported that 
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survivors have a stronger sense of family togetherness, are more aware of 
reliable friends and family, and have increased respect for others. From a 
more negative perspective, Pelusi (1997) highlighted that cancer survivors 
have to mediate the expectations of others. She iĚĞŶƚŝĨŝĞĚ  ‘Ă ƐĞŶƐĞ ŽĨ
ŝŶĐŽŶŐƌƵĞŶĐĞ ďĞƚǁĞĞŶ  ?Ă ƐƵƌǀŝǀŽƌ ?Ɛ ? ŽǁŶ ĞǆƉĞĐƚĂƚŝŽŶƐŽĨ ǁŚĂƚ ŽŶĞ ƐŚŽƵůĚ
ĞǆƉĞƌŝĞŶĐĞĚƵƌŝŶŐƐƵƌǀŝǀŽƌƐŚŝƉĂŶĚƚŚĞŝƌƉĞƌĐĞƉƚŝŽŶŽĨǁŚĂƚŽƚŚĞƌƐƚŚŽƵŐŚƚ Q
mediation of such expectations is necessary for relationships to stay viable 
and signiĨŝĐĂŶƚ ? ? ? ? ? ? P ? ? ? ? ? ?dŚĞǁŽŵĞŶǁŝƚŚďƌĞĂƐƚĐĂŶĐĞƌŝŶŚĞƌƐƚƵĚǇ ĨĞůƚ
that family and friends viewed them differently, for example, not as strong, 
dependable or capable and that others wanted the old person/life back. 
 
As there is so little research on the impact of cancer on the family, the 
discussion here focuses on findings from a literature review by Weihs and 
Reiss (2000), to highlight some of the familial issues experienced across the 
cancer trajectory. They suggest that cancer creates the potential for loss and 
separation in families, which can change the life course of that family. To 
understand the threat of cancer to a family, it is necessary to understand the 
personal and social context within which cancer arises. As Kleinman (1988) 
states, illness meanings are shared and negotiated, and one of the sites where 
such meaning is negotiated is within the family. Weihs and Reiss suggest that 
 ‘ĐĂŶĐĞƌ-related losses of relationships, or painful, maladaptive interchanges 
during the illness of loved ones in the past may increase the sense of danger 
ĨƌŽŵĐĂŶĐĞƌƚŽƚŚĞĨĂŵŝůǇ ? ? ? ? ? ? P ? ? ? ?dŚĞǇŐŝǀĞƚŚĞĞǆĂŵƉů ŽĨĂƉĂƚŝĞŶƚǁŚŽ
feels they will be a burden to their family. That patient may avoid disclosing 
ŚŽǁ ĚŝƐƚƌĞƐƐĞĚ ƚŚĞǇ ĂƌĞ ? ǁŚŝĐŚ ǁŝůů  ‘ĨŽƌĞĐůŽƐĞ ŽƉƉŽƌƚƵŶŝƚies for comforting 
ƌĞƐƉŽŶƐĞƐ ? ĨƌŽŵ ĨĂŵŝůǇ ŵĞŵďĞƌƐ ĂŶĚ ƐŝŐŶĂů ƚŽ ƚŚŽƐĞ ĨĂŵŝůǇ ŵĞŵďĞƌƐ ƚŽ
separate themselves from the patient. This is an avoidant pattern of relating 
and leads to a reduction in communication about cancer and therefore 
reduced opportunity for joint problem-solving (2000: 25). In contrast, 
increased security within a family may occur if they engage in sensitive 
ƉĂƚƚĞƌŶƐ ŽĨ ƌĞůĂƚŝŶŐ  ? ‘ƐƵƉƉŽƌƚŝǀĞ ƌĞƐƉŽŶĚŝŶŐ ? ?  ? ? ? ? ? P  ? ? ? ? tĞŝŚƐ ĂŶĚ ZĞŝƐƐ
ƐƚĂƚĞƚŚĂƚĂĨĂŵŝůǇƚŚĂƚƌĞůĂƚĞƐǁŝƚŚŵƵƚƵĂůŝƚǇ ?Ă ‘ĨůĞǆŝďle, adaptive pattern of 
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ƌĞůĂƚŝŽŶĂů ĐŽŶƚŝŶƵŝƚǇ ƚŚĂƚ ŝŶĐŽƌƉŽƌĂƚĞƐ ĐŚĂŶŐĞ ?  ? ? ? ? ? P   ? ? ŝƐ ĂĚĂƉƚŝǀĞ ĂƐ ŝƚ
ŵĂŝŶƚĂŝŶƐƚŚĞĐŽŵƉŽƐŝƚŝŽŶŽĨƚŚĞĨĂŵŝůǇ ?ďƵƚĐŚĂŶŐĞƐƚŚĞ ‘ĨŽƌŵŽƌĐŽŶƚĞŶƚ ?ŽĨ
roles and relationships in response to cancer. In other words, cancer requires 
families to revise the ways they relate to one another. New roles and 
ƌĞƐƉŽŶƐŝďŝůŝƚŝĞƐ ŵƵƐƚ ďĞ  ‘ŵƵƚƵĂůůǇ ĚĞƚĞƌŵŝŶĞĚ ?  ? ? ? ? ? P  ? ? ? ƚŽ ŵĂŝŶƚĂŝŶ
security, attachment and caregiving within the family.  
 
Relationships with other people affected by cancer 
 
A smaůů ŶƵŵďĞƌ ŽĨ ƐƚƵĚŝĞƐ ŚĂǀĞ ƚŽƵĐŚĞĚ ŽŶ ƚŚĞ  ‘ĐŽŶŶĞĐƚŝŽŶ ? ƚŚĂƚ ƐƵƌǀŝǀŽƌƐ
might develop with other people affected by cancer. As already discussed, 
long-term survivors may experience isolation and loneliness as they are 
unable communicate the nature of their cancer experience to those close to 
them (Pelusi 1997, Sinding and Gray 2004, Sekse et al. 2009, Hubbard and 
Forbat 2012). This is, in part, because those close to the survivor have not 
been through the experience themselves. The inability to share experiences 
ǁŝƚŚƚŚŽƐĞĐůŽƐĞƚŽƚŚĞŵŵĞĂŶƐ ‘ŵŽƐƚƉĂƚŝĞŶƚƐƌĞĐŽŐŶŝƐĞĚ ? ? ? ?ƚŚĞǇ ?ĐŽƵůĚŽŶůǇ
relate directly and with belief to those who had undergone similar 
ĞǆƉĞƌŝĞŶĐĞƐ ? ?>ŝƚƚůĞet al., 1998: 1489) i.e. other people affected by cancer. For 
example, the survivor in Shapiro ĞƚĂů ? ?Ɛ (1997) study who experienced breast 
ĐĂŶĐĞƌ ĂƐ Ă  ‘ƚƵƌŶŝŶŐ ƉŽŝŶƚ ? ƌĞĨĞƌƌĞĚ ƚŽ  ‘Ă ƐĞůĨ ŝŶ ƉƌŽĐĞƐƐ ?  ? ? ? ? ? P  ? ? ? ? ? dŚŝƐ
woman remained active and independent during treatment. Her extended 
support network was not always available and she felt that she needed 
greater emotional support. She sought peer support and, as a result, 
developed new relationships. In some instances, ƐƵƌǀŝǀŽƌƐĨŝŶĚƚŚĞǇ ‘ĐŽŶŶĞĐƚ ?
with a range of people that they would not have met had it not been for the 
cancer experience (McGrath 2004a). 
 
Morris et al. (2011) reported that comparing themselves to other survivors 
helped women with breast cancer revaluate their own situation more 
positively  W seeing other survivors doing well gave women strength and 
ĐŽŶĨŝĚĞŶĐĞ ? /Ŷ ĂĚĚŝƚŝŽŶ ?  ‘ŐƌŽƵƉ ŵĞŵďĞƌƐŚŝƉ ? ŚĞůƉĞĚ ǁŽŵĞŶ ĐŽƉĞ ǁŝƚŚ ƚŚĞ
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challenges of their cancer experience (Morris et al. 2011). [See also the 
ĚŝƐĐƵƐƐŝŽŶ ŽĨ  ‘ĐŽŵŵƵŶŝƚĂƐ ? ŝŶ ŚĂƉƚĞƌ  ? ? ? &ŝŶĂůůǇ ? ƐƵƌǀŝǀŽƌƐ ? ŵĂǇ ĂůƐŽ
experience a desire to make a difference to the lives of other people affected 
by cancer, for example, through cancer volunteer work (McGrath 2004a). 
 
Summary 
 
&ŽƌƐŽŵĞŝŶĚŝǀŝĚƵĂůƐ ?ĂĚŝĂŐŶŽƐŝƐŽĨĐĂŶĐĞƌŚĂƐůŝƚƚůĞŝŵƉĂĐƚ ?ĂŶĚ ‘ŶŽƌŵĂů ?ůŝĨĞ
resumes post-treatment. For others, cancer redefines who they are, 
profoundly affecting their outlook on life, identity and relationships - 
positively and negatively. Therefore, whilst many individuals adjust well to 
ůŝǀŝŶŐ ďĞǇŽŶĚ ĐĂŶĐĞƌ ? ƚŚĞƌĞ ĂƌĞ ƚŚŽƐĞ ǁŚŽ ĞǆƉĞƌŝĞŶĐĞƐƵďƐƚĂŶƚŝĂů  ‘ĨĂůůŽƵƚ ?
(Miller et al. 2008). Thornton and Perez (1997) argue that given the majority 
of survivors describe high levels of relationship quality, questions that should 
be asked are not how relationships change after cancer, but for whom and 
why. Equally, Bellizzi (2004), who explored post-traumatic growth in survivors 
two to nine years post-diagnosis, concluded that research is necessary to 
understand the process of how, when and why some people thrive after a 
traumatic event (Bellizzi 2004). To facilitate that understanding, the following 
section explores the impact of socio-demographic and cancer-related 
variables and life context on the experience of long-term cancer survivorship.  
 
Understanding the experience of long-term cancer survivorship 
 
Die-Trill (2000) suggests that various socio-demographic and cancer-related 
factors influence beliefs about cancer causation, including age, gender, 
personal and familial experience of cancer, socio-economic status, education, 
cultural and religious background, health and illness-related beliefs, time since 
diagnosis, site of disease, and knowledge of cancer (Die-Trill 2000). However, 
what will become evident is the contradictory nature of findings. As a result, 
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conclusions regarding the impact of these variables on survivorƐ ?ĞǆƉĞƌŝĞŶĐĞƐ
of long-term survivorship cannot be drawn.  
 
Socio-demographic factors 
 
Gender 
 
Studies suggest gender could influence the meaning ascribed to the long-term 
cancer survivorship experience. Research has found that women are more 
likely to derive positive benefits (personal growth and appreciation for life) 
ǁŚĞƌĞĂƐŵĞŶĂƌĞŵŽƌĞ ůŝŬĞůǇ ƚŽĂĚŽƉƚĂ  ‘ƚŚĂƚ ?Ɛ ůŝĨĞ ?ĂƉƉƌŽĂĐŚ ?ŵĞĂŶŝŶŐƚŚĂƚ
they acknowledge they have gone through a significant event, but it will have 
neither a positive nor negative effect in the long-term (Foley et al., 2006). 
Supporting this assertion, being female was positively associated with 
reporting decision-making transformations in Kahana ĞƚĂů ? ?s (2011) study of 
long-term breast, colorectal and prostate cancer survivors. However, Dirksen 
(1995) found gender had no significant correlation with searching for meaning 
in the experience of malignant melanoma. It has also been argued that 
research into the meaning of cancer to male survivors is scarce, as the focus 
has typically been on female, breast cancer survivors (Fleer et al. 2006). 
 
Age 
 
Several studies have explored the impact of age on the experience of long-
term cancer survivorship (Dirksen 1995, Bowman et al. 2003, Fleer et al. 2006, 
Foley et al. 2006, Greenwald and McCorkle 2007, Bussing and Fischer 2009, 
Helgeson 2011, Jansen et al. 2011, Kahana et al. 2011, Hubbard and Forbat 
2012). Bowman et al. (2003) reported that older people adjust better to 
ĐĂŶĐĞƌ ?hƐŝŶŐ>ĂǌĂƌƵƐĂŶĚ&ŽůŬŵĂŶ ?Ɛ ? ? ? ? ? ?ƐƚƌĞƐƐ-appraisal coping framework 
to explore stress appraisal of the cancer experience, they found the strongest 
correlates of stress appraisal were person factors. Older survivors of breast, 
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prostate and colorectal cancer perceived the disease as less stressful than 
younger survivors. This is not to say that older people did not experience 
distress as a result of their diagnosis, but they speculated that for older 
people, their life stage meant cancer ǁĂƐ ‘ũƵƐƚƉĂƌƚŽĨůŝǀŝŶŐ ? ?ŽǁŵĂŶet al., 
2003: 230) P  ‘ƚŚĞ ĐĂŶĐĞƌ ĞǆƉĞƌŝĞŶĐĞ ĨƌŽŵ ǇĞĂƌƐƉĂƐƚ ŵĂǇ ďĞ  “ƐƵƉƉƌĞƐƐĞĚ ? ŝŶ
the face of current, perhaps more debilitating, health conditions and other 
ƉƌŽďůĞŵƐ ĂŶĚ ƚŚƌĞĂƚƐ ?  ? ? ? ? ? P  ? ? ? ? ? &Žƌ ǇŽƵŶŐĞƌ ƉĞŽƉůĞ ?  ‘ ĨĨ ƚŝŵĞ ? ĞǀĞŶƚƐ
(those which are not expected) are often more traumatic.  
 
These conclusions support earlier work by Dirksen (1995) who found that 
younger survivors of malignant melanoma reported a greater search for 
meaning than older survivors. Later work also corroborates Bowman ĞƚĂů ? ?s 
(2003) findings. Foley et al. (2006) found that older people were more likely to 
ĂĚŽƉƚ Ă  ‘ƚŚĂƚ ?Ɛ ůŝĨĞ ? ĂƉƉƌŽĂĐŚ ƚŚĂŶ ǇŽƵŶŐĞƌ ƐƵƌǀŝǀŽƌs. Foley et al. (2006) 
ĞǆƉůĂŝŶĞĚƚŚŝƐƚŚƌŽƵŐŚƚŚĞ ‘ĨƌĂŵĞŽĨƌĞĨĞƌĞŶĐĞĨŽƌ ůŝĨĞĞǆƉĞƌŝĞŶĐĞ ?ƚŚĂƚŽůĚĞƌ
people possess. Older survivors compare cancer to other comorbidities and 
concerns in their life, and what has happened to them over the course of their 
lives  W a frame of reference that younger people do not necessarily have. 
 
However, Foley et al. (2006) also found that younger people were more likely 
to experience positive growth. Kahana et al. (2011) concurred, reporting that, 
even though their study sample comprised older survivors (60+) of breast, 
prostate and colorectal cancer, the younger respondents reported more post-
traumatic transformation. Older survivors of colorectal cancer were also 
found to report less post-traumatic growth in Jansen et al. ?Ɛ (2011) study and 
fewer life changes were identified in older women with cervical cancer 
(Greenwald and McCorkle 2007). HelŐĞƐŽŶ ?Ɛ ? ? ? ? ? ?ƐƚƵĚǇĞǆƉůŽƌŝŶŐƚŚĞĞǆƚĞŶƚ
to which long-term breast cancer survivors integrated cancer into their self-
concept (survivor centrality) found that younger women had higher survivor 
centrality scores i.e. they were more likely to identify as a survivor, but no 
other demographic variables were associated with this construct. 
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Hubbard and Forbat (2012) suggested that fear of recurrence may be related 
to age, with younger survivors reporting fear of recurrence more than older 
survivors. Indeed, older women with breast cancer reported significantly 
fewer triggers that remind them of cancer in Gil et al. ?Ɛ (2004) study. 
However, not all studies have found an association between age and the 
experience of cancer. For example, Skaali et al. (2009) found that age at 
diagnosis and age at follow-up were not associated with fear of recurrence in 
long-term testicular cancer survivors, whilst Fleer et al. (2006) found that age 
was not related to meaning of life in testicular cancer survivors.  
 
Relationship status and parenthood 
 
Contradictory findings have been reported with regard to the influence of 
relationship status and parenthood on the experience of long-term 
survivorship. For example, whilst married testicular cancer survivors, and 
those with children, were found to gain more meaning from the cancer 
experience in a study by Fleer et al. (2006), other studies have found no 
significant association between the search for meaning and partner/marital 
status (Dirksen 1995) or the interpretation of illness and family status (Bussing 
and Fischer 2009). Sekse et al. (2 ? ? ? ? ĞǆƉůŽƌĞĚ ǁŽŵĞŶ ?Ɛ ĞǆƉĞƌŝĞŶĐĞƐ ĨŝǀĞ
years post-treatment for gynaecological cancer and, as mentioned earlier, one 
ŽĨ ƚŚĞ ƚŚĞŵĞƐ ŝĚĞŶƚŝĨŝĞĚ ǁĂƐ  ‘ůŝǀŝŶŐ ŝŶ Ă ĐŚĂŶŐĞĚ ĨĞŵĂůĞ ďŽĚǇ ? ? dŚĞǇ ĨŽƵŶĚ
that the removal of sexual organs did not seem to be an important concern 
ĨŽƌ ǁŽŵĞŶ ǁŚŽ ǁĞƌĞ ƉĂƐƚ ĐŚŝůĚďĞĂƌŝŶŐ ĂŐĞ P  ‘ŵĂŶǇ ƌĞŐĂƌĚĞ ƚŚĞŝƌ ƐĞǆƵĂů
organs as useful for reproduction, suggesting that the feeling of loss seemed 
ŵŝŶŝŵĂů ? ? ?ǁŽŵĞŶǁĞƌĞĨŽĐƵƐĞĚŽŶŐĞƚƚŝŶŐǁĞůů ? ? ? ? ? ? P   
 
dŚŽƌŶƚŽŶ ĂŶĚ WĞƌĞǌ ?Ɛ  ? ? ? ? ? ? ůŝƚĞƌĂƚƵƌĞ review found that survivors in new 
relationships, or those in relationships troubled prior to diagnosis, may 
experience higher rates of relationship dysfunction. Their conclusions are 
supported by research that suggests long-term testicular survivors who start a 
relationship after completion of treatment are a vulnerable group, as levels of 
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marital and sexual satisfaction are lower than those for testicular cancer 
survivors in long-term relationships (Tuinman et al. 2005).  
 
Socioeconomic status 
 
The socioeconomic status (SES) of cancer survivors has rarely been studied 
with respect to the experience of survivorship. To date, research on different 
facets of SES has been inconclusive. Educational attainment was not related 
to finding meaning in life or the interpretation of illness in a number of studies 
(Fleer et al. 2006, Bussing and Fischer 2009). However, Skaali et al. (2009) 
found that lower levels of education were significantly associated with higher 
levels of fear of recurrence, whilst women with higher educational attainment 
reported more triggers that remind them of cancer in Gil et al ? ?Ɛ ? ? ? ? ? ?ƐƚƵĚǇ ?
Also, in terms of determinants of benefit-finding, the only significant socio-
demographic factor in Jansen et al ? ?Ɛ ? ? ? ? ? ?ƐƚƵĚǇǁĂƐĞĚƵĐĂƚŝŽŶ ?dŚŽƐĞǁŝƚŚ
high levels of educational attainment reported moderate to high levels of 
benefit-finding less often (Jansen et al. 2011). The pattern was similar for 
post-traumatic growth, but the relationship was not significant. They 
suggested that a possible explanation as to why those with higher educational 
attainment experienced less benefit-finding and post-traumatic growth was 
that, taking lower education as a proxy for lower socioeconomic status, those 
with lower socioeconomic status may experience more hardship in their lives 
 ‘ƚŚƵƐŵĂǇďĞ ŵŽƌĞĞǆƉĞƌŝĞŶĐĞĚ ŝŶ ĨŝŶĚŝŶŐ ƐŽŵĞƚŚŝŶŐƉŽƐŝƚŝǀĞ ĨƌŽŵŶĞŐĂƚŝǀĞ
ĞǀĞŶƚƐ ? ?:ĂŶƐĞŶet al., 2011: 1161). 
 
Fleer et al. (2006) found a sense of meaningfulness was associated with 
whether testicular cancer survivors were working. However, Dirksen (1995) 
found employment and income had no significant correlation with searching 
for meaning after a diagnosis of malignant melanoma. Income was also not 
strongly correlated with the impact of cervical cancer, or life changes, 
rĞƉŽƌƚĞĚŝŶ'ƌĞĞŶǁĂůĚĂŶĚDĐŽƌŬůĞ ?Ɛ ? ? ? ? ? ?ƐƚƵĚǇ ? 
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Ethnicity 
 
Very few studies have explored the impact of ethnicity on the long-term 
cancer experience. One, by Foley et al. (2006), explored the impact of cancer 
type, age, gender and ethnicity on the cancer experience. Ethnicity was not 
ĂƐƐŽĐŝĂƚĞĚǁŝƚŚĂŶǇŽĨƚŚĞƚŚĞŵĞƐ ŝĚĞŶƚŝĨŝĞĚ  ? ‘dŚĂƚ ?ƐůŝĨĞ ? ?  ‘WĞƌƐŽŶĂůŐƌŽǁƚŚ ? ?
 ‘ZĞƐĞŶƚŵĞŶƚ ?ĂŶĚ ‘ZĞůŝŶƋƵŝƐŚŝŶŐĐŽŶƚƌŽů ? ? ? 
 
Cancer-related variables 
 
Stage at diagnosis 
 
Stage at diagnosis was not strongly correlated with the impact of cervical 
ĐĂŶĐĞƌ Žƌ ůŝĨĞ ĐŚĂŶŐĞƐ ƌĞƉŽƌƚĞĚ ŝŶ 'ƌĞĞŶǁĂůĚ ĂŶĚ DĐŽƌŬůĞ ?Ɛ  ? ? ? ? ? ? ƐƚƵĚǇ ?
but Jansen et al. (2011) found that post-traumatic growth increased 
significantly with stage of diagnosis of colorectal cancer. 
 
Cancer-type 
 
Most of the studies in this review focused on one cancer type. However, 
comparative studies have reported contradictory findings regarding the 
impact of cancer type on the experience of cancer survivorship, and the 
meaning survivors find in the illness experience. For example, men with 
prostate cancer are more likely to identify themselves as survivors, compared 
to individuals with breast or colorectal cancer (Deimling et al. 2007). Cancer-
type also influences the interpretation of illness. Breast cancer survivors had 
ƐŝŐŶŝĨŝĐĂŶƚůǇ ŚŝŐŚĞƌ ƌĂƚŝŶŐƐ ŽĨ  ‘ǀĂůƵĞ ?20 than colorectal or ovarian cancer 
ƐƵƌǀŝǀŽƌƐ ŝŶƵƐƐŝŶŐĂŶĚ&ŝƐĐŚĞƌ ?Ɛ  ? ? ? ? ? ?ƐƚƵĚǇ ?,ŽǁĞǀĞƌ ?ŽƚŚĞƌƐƚƵĚŝĞƐŚĂǀĞ
found that cancer type is not associated with the impact of disease (Foley et 
al. 2006, Zebrack et al. 2008).  
                                                        
20
 Gaining value from the illness experience. 
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Time since diagnosis/treatment 
 
In the main, studies have reported that the number of years since 
diagnosis/treatment does not impact the experience of, meaning ascribed to, 
or interpretation of cancer (Dirksen, 1995; Fleer et al., 2006; Bussing and 
Fischer, 2009). Yet Die-Trill (2000) suggested that causal thinking is associated 
with time since diagnosis. Those diagnosed more recently are more likely to 
report causal attributions, possibly because the intensity of the situation 
initiates such thinking (Die-Trill 2000). However, this contradicts other 
research which suggests that the meaning of illness is more apparent later on, 
when survivors have had time to process what has happened to them 
(Mathieson and Stam 1995, Bowman et al. 2003). 
 
Studies suggest that fear of recurrence is not necessarily related to time since 
diagnosis and treatment (Gil et al. 2004, Skaali et al. 2009, Hubbard and 
Forbat 2012). Gil et al ? ?Ɛ  ? ? ? ? ? ? ƐƚƵĚǇ ŽŶ ǁŽŵĞŶ ǁŝƚŚ ďƌĞĂƐƚ ĐĂŶĐĞƌ ĨŽƵŶĚ
that time since diagnosis was not significantly related to the average number 
of triggers experienced that remind survivors of cancer, suggesting that 
uncertainty and fear of recurrence do not diminish over time (Gil et al. 2004). 
 
Cancer treatment and symptoms 
 
Deimling et al. (2007) found that reduction or cessation of symptoms or 
effects of treatment and successful treatment played a role in encouraging 
identification as a cancer survivor. Conversely, experiencing a greater number 
of symptoms was associated with identifying as a cancer patient. Receiving a 
greater number of treatments was weakly associated with adopting the 
survivor identity, as was having chemotherapy (Deimling et al. 2007). 
However, conversely, survivor centrality was not related to cancer variables 
regarding treatment or prognosis in a study of long-term breast cancer 
survivors (Helgeson 2011). 
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Lelorain et al. (2010) found that medical and demographic variables were 
poor predictors of post-traumatic growth in long-term breast cancer 
survivors. Only chemotherapy was a predictor of growth, but it was not 
significant in regression analyses. They suggested these results are in line with 
previous research that has demonstrated a relationship between perceived 
seriousness of cancer (for which chemotherapy could be an indicator) and 
growth. Indeed, post-traumatic growth was positively associated with 
treatment with chemotherapy in Jansen et al ? ?Ɛ  ? ? ? ? ? ? ƐƚƵĚǇ ŽĨ ĐŽůŽƌĞĐƚĂů
cancer survivors. 
 
Life stage/context 
 
Carter (1993) emphasised the importance of context, and the individualised 
ŶĂƚƵƌĞ ŽĨ ƚŚĞ ďƌĞĂƐƚ ĐĂŶĐĞƌ ĞǆƉĞƌŝĞŶĐĞ P  ‘ QǁŚŝůĞ ƚŚĞƌĞĂƌĞ ŵĂŶǇ
commonalities in surviving cancer, surviving is interpreted in view of each 
ƉĞƌƐŽŶ ?Ɛ ƵŶŝƋƵĞ ůŝĨĞ ĐŽŶƚĞǆƚ ?  ? ? ? ? ? P  ? ? ? ? ? dŚĞ ƉŚĂƐĞƐ ŽĨ Ăƌƚ ƌ ?Ɛ ŵŽĚĞů ŽĨ
 ‘ŐŽŝŶŐ ƚŚƌŽƵŐŚ ? ĐĂŶĐĞƌ ĂƌĞ ŝŶƚĞƌƉƌĞted within the context of individual 
ďĂĐŬŐƌŽƵŶĚ ? ƐŽƵƌĐĞƐ ŽĨ ŵĞĂŶŝŶŐ ĂŶĚ ŵŽĚĞůƐ ŽĨ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŝůůŶĞƐƐ P  ‘dŚĞ
illumination of context sheds light on the diverse interpretations and 
possibilities that are embedded in going through the cancer experience. 
InfŽƌŵĂŶƚƐ ? ƐƚŽƌŝĞƐ ƐŚŽǁĞĚ ŚŽǁ ĚŝƐĞĂƐĞ ĂŶĚ ŝůůŶĞƐƐ ŝŶƚĞƌƉƌĞƚĂƚŝŽŶƐ ŵĂŬĞ
ƐĞŶƐĞǁŝƚŚŝŶƚŚĞĐŽŶƚĞǆƚŽĨƚŚĞŝƌůŝǀĞƐ ? ? ? ? ? ? P ? ? ? ? ^ŚĂƉŝƌŽet al. (1997) also 
highlighted a need to explore life stage, recent crises, and available support 
when exploring the impact of cancer on identity. Some people may be more 
Žƌ ůĞƐƐ  ‘ƉƐǇĐŚŽůŽŐŝĐĂůůǇǀƵůŶĞƌĂďůĞ ? ƚŽ ƚŚĞĐĂŶĐĞƌĞǆƉĞƌŝĞŶĐĞĚƵĞƚŽƉƌĞǀŝŽƵƐ
life experiences (1997: 551). Therefore, there is a need to understand identity 
ĂŶĚŵĞĂŶŝŶŐǁŝƚŚŝŶƚŚĞĐŽŶƚĞǆƚŽĨŝŶĚŝǀŝĚƵĂůƐ ?ůŝǀĞƐ (Shapiro et al. 1997).  
 
Fleer et al. (2006) found a sense of meaningfulness was weaker in testicular 
cancer survivors who had experienced more negative life events, whilst 
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women diagnosed with breast cancer, who stated that their satisfaction with 
life was high, reported higher levels of post-traumatic growth than women 
with low life satisfaction (Mols et al. 2009b). It also appears that suffering 
other co-morbidities impacts the cancer experience. Fleer et al. (2006) found 
testicular cancer survivors with another chronic disease experienced less 
meaning in life, whilst Zebrack et al. (2008) reported that survivors with more 
health problems experienced a negative impact of cancer. 
 
Summary 
 
This section of the review has highlighted the contradictory nature of findings 
pertaining to the influence of socio-demographic and cancer-related variables 
and life events on the illness experience during long-term cancer survivorship. 
The variability in findings points to a need for further research exploring the 
ĐŽŶƚĞǆƚŽĨƉĞŽƉůĞƐ ?ĞǆƉĞƌŝĞŶĐĞƐŝŶŽƌĚĞƌƚŽŐĂŝŶĂďĞƚƚĞƌƵŶĚĞƌƐƚĂŶĚŝŶŐŽĨƚŚĞ
meaning of cancer during this phase of the survivorship trajectory. 
 
Critique of existing long-term survivorship research 
 
The review identified several limitations to existing survivorship research. 
 
Lack of definitional clarity 
 
As already discussed in Chapter 2, the concept of cancer survivorship and, in 
particular, who ŝƐĚĞĨŝŶĞĚĂƐĂ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?ŝƐĐŽŶĐĞƉƚƵĂůůǇƵŶĐůĞĂƌ ?^ŽŵĞ
researchers did not specŝĨǇǁŚĂƚ ƚŚĞǇŵĞĂŶƚďǇĂ  ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?ƉĞƌŚĂƉƐ
assuming that as the term is ubiquitous the reader knows who they were 
referring to. Various terms, many of which were not adequately defined, were 
used to describe individuals included in study samples. dĞƌŵƐŝŶĐůƵĚĞĚ P ‘ƉŽƐƚ-
ŝůůŶĞƐƐ ?(Arrington 2003) ? ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ?(Colyer 1996, Hughes et al. 2009) 
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ĂŶĚ  ‘ŝŶƌĞŵŝƐƐŝŽŶ ?(Persson and Hallberg 2004). Research was excluded from 
the review if it was unclear how many years the participants were post-
diagnosis or treatment. This meant that potentially illuminating findings were 
not included for review because it was not possible to ascertain if the sample 
comprised long-term survivors or not. 
 
There was also a lack of definitional clarity regarding terminology used to 
highlight the growth and transformation experienced by some long-term 
survivors. Thornton (2002) acknowledges that it is difficult to synthesise 
literature on the positive changes associated with a cancer diagnosis as there 
is such definitional variability. Terms used in studies include: positive changes, 
benefit-construal, benefit-finding, post-traumatic growth, thriving, finding 
meaning and resilience.  Only a small number of studies provided clarity of 
definition, for example, distinguishing between post-traumatic growth and 
benefit-finding (Mols et al. 2009b, Jansen et al. 2011). 
 
Limited research on the subjective experience of long-term survivorship 
 
In comparison to research conducted on experiences of diagnosis and 
treatment, and the transition period following treatment, little research has 
explored the experience of long-term cancer survivorship. This gap in the 
evidence base has been highlighted by researchers who argue that research 
on experiences of long-term survivorship is needed, particularly as survival 
rates continue to improve, and people survive cancer for longer (Pedro 2001, 
Aziz 2002, Aziz 2007, Deimling et al. 2007, Aziz 2009, Richardson et al. 2009, 
Richardson et al. 2011). 
 
The main focus of the majority of the identified research was on searching for 
meaning in the cancer experience. Several studies focused on positive growth 
and transformation in the aftermath of cancer. However, as already 
discussed, more recently, researchers have argued that a more balanced 
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approach to exploring the meaning of cancer should be taken, to account for 
the negative, as well as positive, changes that can occur during long-term 
survivorship (Bishop et al. 2011, Kahana et al. 2011, Schroevers et al. 2011). A 
smaller body of research focused specifically on the impact of cancer on self, 
ŝŶĐůƵĚŝŶŐ ĂĚŽƉƚŝŽŶ Žƌ ƌĞũĞĐƚŝŽŶ ŽĨ ƚŚĞ  ‘ƐƵƌǀŝǀŽƌ ? ŝĚĞŶƚŝƚǇ ? ĂŶĚ ƌĞůĂƚŝŽŶƐŚŝƉƐ
during long-term survivorship. Only one paper was found that specifically 
explored the impact of cancer on interpersonal relationships during the long-
term survivorship phase. Thornton and Perez (2007) highlight that most of the 
studies on relationships focus on patients actively involved in treatment. 
dŚĞƌĞĨŽƌĞ ‘ŝƚŝƐŶŽƚĐůĞĂƌŝĨƚŚĞƐĂŵĞƉƌŽĐĞƐƐĞƐĂƉƉůǇƚŽůŽŶŐ-term survivors, or 
how relationship processes and interaction patterns evolve over time as the 
individual transitions into long-ƚĞƌŵƐƵƌǀŝǀŽƌƐŚŝƉ ? ? ? ? ? ? P ? ? ? ? ?
 
Limitations to research on the experience of long-term cancer survivorship 
 
Of the forty-three papers included for review, twenty-one adopted a 
quantitative design, the majority of which were cross-sectional surveys using 
a variety of validated and researcher-constructed instruments (See Table 3.2). 
Twenty reported the use of qualitative methods (predominantly in-depth or 
semi-structured interviews) and two studies used mixed methods. Qualitative 
methods were generally employed in studies exploring the impact of cancer 
on identity and relationships. A common criticism of psycho-oncology 
research is the prevalence of research on women with breast cancer (Fleer et 
al. 2006, Harrop et al. 2011). Over half of the papers identified in this review 
were on breast cancer survivors, or the majority of the sample was breast 
cancer survivors. Samples were also ethnically and culturally homogeneous - 
predominantly White, middle-class women. This is another common criticism 
of research conducted in this field. Two thirds of the papers were written on 
research conducted in North America, with only three papers from the UK. 
These figures clearly highlight the dearth of research on issues facing long-
term survivors in the UK. Essentially, methodological limitations, such as the 
  
  87   
majority of studies being based on one cancer type (breast), and the use of a 
wide range of standardised and researcher-generated instruments, limit our 
ability to compare study findings and draw conclusions about how, when and 
why people thrive or struggle in the aftermath of cancer.  
 
It has been highlighted that studies often include survivors who span different 
survivorship phases (Schroevers et al. 2006, Bellury et al. 2011). If, as 
suggested, the experience of cancer is dynamic and changes over time (Pelusi 
1997, Bowman et al. 2003), it is important to distinguish between the 
different phases of survivorship in the analysis. Just over half of the papers 
included for review were specifically on survivors who were five years or more 
post-diagnosis/treatment. The remainder spanned survivorship phases 
 ?ĂůƚŚŽƵŐŚ ƚŚĞ ŵĞĂŶ ƚŝŵĞ ƐŝŶĐĞ ĚŝĂŐŶŽƐŝƐ ?ƚƌĞĂƚŵĞŶƚ ǁĂƐ A? ? ǇĞĂƌƐ ? ? KŶůǇ Ă
small number of these studies distinguished between those who were short 
or longer-term survivors, such as Rozmovits and Ziebland (2004) and Hubbard 
and Forbat (2012). If studies span survivorship phases, reports should 
distinguish between those phases to draw attention to potential similarities 
and/or differences in experience across the survivorship trajectory. 
 
Research is rarely guided by theory 
 
Only in a small number of papers did researchers specify that they were 
guided by a specific theoretical framework (See Table 3.2). More quantitative 
than qualitative studies were theory-driven. Theories guiding quantitative 
studies included: attribution theory (Dirksen 1995) ? >ĂǌĂƌƵƐ ĂŶĚ &ŽůŬŵĂŶ ?Ɛ
stress-coping framework (Lazarus and Folkman 1984, Bowman et al. 2003), 
DŽŽƐ ĂŶĚ ^ĐŚĂĞĨĞƌ ?Ɛ  ? ? ? ? ? ? ĐŽŶĐĞƉƚƵĂů ŵŽĚĞů ŽĨ ƐƚƌĞƐƐ ĂŶĚ ĂĚĂƉƚĂƚŝŽŶ
(Schroevers et al. 2006), identity theory (Mead 1934, Cooley 1964, Deimling et 
al. 2007) ĂŶĚ>ŝƉŽǁƐŬŝ ?ƐŵĞĂŶŝŶŐŽĨŝůůŶĞƐƐĐĂƚĞŐŽƌŝĞƐ(Lipowski 1970, Bussing 
and Fischer 2009). Several studies also appeared to be guided by Tedeschi and 
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ĂůŚŽƵŶ ?ƐƚŚĞŽƌǇŽĨƉŽƐƚ-traumatic growth (Mols et al. 2009a, Lelorain et al. 
2010, Jansen et al. 2011).  
 
Theories guiding qualitative studieƐ ŝŶĐůƵĚĞĚ ŽƵŐůĂƐ ? ĞǆƉůŽƌĂƚŝŽŶ ŽĨ ƚŚĞ
physical and social body (Douglas 1984 (1966), Rozmovits and Ziebland 2004), 
ƵƌǇ ?ƐďŝŽŐƌĂƉŚŝĐĂůĚŝƐƌƵƉƚŝŽŶ(Bury 1982, Hubbard and Forbat 2012), quality 
of life (Ferrell et al. 1997, Dow et al. 1999), critical gerontology (Sinding and 
Gray 2004) and Danish life philosophy (Sekse et al. 2009). The use of theory in 
qualitative research has caused debate in the field (Bryman 1988, Silverman 
2010) ?ƌǇŵĂŶ  ? ? ? ? ? ?ĐŽŶƐŝĚĞƌƐƚŚĂƚ  ‘ƉƌŝŽƌƐƉĞĐŝĨŝĐĂƚŝŽŶŽĨĂƚŚĞŽƌǇƚĞŶĚƐƚŽ
be disfavoured because of the possibility of introducing a premature closure 
ŽŶƚŚĞŝƐƐƵĞƐƚŽďĞŝŶǀĞƐƚŝŐĂƚĞĚ ? ? ? ? ? ? P ? ? ? ?,ŽǁĞǀer  he also suggests that, in 
ŽƌĚĞƌ ƚŽ ŝŶƚĞƌƉƌĞƚĚĂƚĂĂŶĚĚƌĂǁĐŽŶĐůƵƐŝŽŶƐ ?ƐŽŵĞĚĞŐƌĞĞŽĨ  ‘ĐŽŶƚĞǆƚƵĂůŝƐƚ
understanding, whereby the understanding of events and activities has to be 
ŐƌŽƵŶĚĞĚ ŝŶ ƚŚĞƐƉĞĐŝĨŝĐŵŝůŝĞƵďĞŝŶŐĞǆĂŵŝŶĞĚ ?  ?ƌǇŵĂŶ ?  ? ? ? ? P  ? ? ? ŝƐŽĨƚĞn 
necessary. Future studies employing qualitative methods might consider 
adopting a relevant theoretical framework to underpin the study in order to 
move beyond description and facilitate understanding of the findings 
generated (Hubbard et al. 2010, Hubbard and Forbat 2012). 
 
Justification for the focus on long-term survivorship 
 
Long-term cancer survivors are a growing, yet under-researched part of the 
cancer survivorship trajectory (Aziz 2009). However, as this part of the review 
ŚĂƐĚĞŵŽŶƐƚƌĂƚĞĚ ?ƚŚĞŝŵƉĂĐƚŽĨĐĂŶĐĞƌŽŶƐƵƌǀŝǀŽƌƐ ?ŽƵƚůŽŽŬŽŶůŝĨĞ ?ŝĚĞŶƚŝƚǇ
and relationships continues to be felt during this phase of survivorship.  
 
Bowman et al ?  ? ? ? ? ? ? ĂƌŐƵĞ ƚŚĂƚ  ‘ŝŶĚŝǀŝĚƵĂůƐ ? ŵĞĂŶŝŶŐ ŽĨ ƚŚĞŝƌ ŝůůŶĞƐƐ
experience changes over time and may not be explicit until long after 
treatment has been completed and they have been living with cancer for 
sŽŵĞƚŝŵĞ ? ? ? ? ? ? P ? ? ? ? ?/ŶĚĞĞĚ ?DĂƚŚŝĞƐŽŶĂŶĚ^ƚĂŵ ? ? ? ? ? ?ĂŶĚdŽŵŝĐŚĂŶĚ
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Helgeson (2002) have argued that newly diagnosed patients are too 
concerned with diagnosis and treatment to consider the meaning of their 
ĞǆƉĞƌŝĞŶĐĞ Ăƚ ƚŚĂƚ ƚŝŵĞ ? ,ŽǁĞǀĞƌ ? ůĂƚĞƌ ŽŶ ?  ‘Ɖeople may reflect on the 
ŵĞĂŶŝŶŐ ŽĨ ƚŚĞ ĞǆƉĞƌŝĞŶĐĞ ŝŶ ƚŚĞŝƌ ůŝǀĞƐ ?  ?dŽŵŝĐŚ ĂŶĚ ,ĞůŐĞƐŽŶ ?  ? ? ? ? P  ? ? ? ?
ĂŶĚ ‘ƚŚĞĐƵŵƵůĂƚŝǀĞĞĨĨĞĐƚŽĨƚŚĞĐŚĂŶŐĞƐǁŚŝĐŚƌĞƐƵůƚĨƌŽŵƚŚĞĚŝĂŐŶŽƐŝƐůĞĂĚ
ƚŽƚŚĞ ŝŶĚŝǀŝĚƵĂů ?ƐĂǁĂƌĞŶĞƐƐƚŚĂƚƐŚĞŚĂƐďĞĞŶƚƌĂŶƐĨŽƌŵĞĚƉĞƌŵĂŶĞŶƚůǇ ŝŶ
soŵĞǁĂǇďǇŚĂǀŝŶŐĐĂŶĐĞƌ ?  ?DĂƚŚŝĞƐŽŶĂŶĚ^ƚĂŵ ?  ? ? ? ? P  ? ?? ? According to 
Bowman et al ? ‘ƚŚĞůŽŶŐĞƌƐƵƌǀŝǀŽƌƐůŝǀĞǁŝƚŚĐĂŶĐĞƌĂŶĚĞŶĐŽƵŶƚĞƌŽƚŚĞƌůŝĨĞ
events, they may begin to incorporate it into their lives and regard it as part of 
ƚŚĞŝƌůŝǀŝŶŐĞǆƉĞƌŝĞŶĐĞ ? (2003: 228). 
 
A systematic review of the current evidence base has identified priority areas 
for survivorship research in the UK including: identifying those at risk of 
ongoing problems, exploring the psychological and social impact of cancer 
and identifying the ongoing physical symptoms of cancer experienced as a 
result of treatment (Richardson et al. 2011). Richardson et al. (2011), like 
others before them, found that the majority of survivorship research has 
concentrated on the early phase of survivorship (Deimling et al. 2007, Aziz 
2009). As the number of long-ƚĞƌŵ ƐƵƌǀŝǀŽƌƐ ŝŶĐƌĞĂƐĞƐ ?  ‘ŝƚ ŝƐ ĐƌŝƚŝĐĂů ƚŚĂƚ
investigators make a commitment to understand the unique needs of long-
ƚĞƌŵĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐ ? ?ǌŝǌ ? ? ? ? ? P ? ? ? ? ? 
 
Conclusions and next steps 
 
For a minority, it appears that a diagnosis of cancer has relatively little impact, 
ĂŶĚ  ‘ŶŽƌŵĂů ? ůŝĨĞ ƌĞƐƵŵĞƐ ƉŽƐƚ-treatment. However, for others, cancer 
redefines who they are, profoundly affecting their outlook on life, identity and 
relationships, both positively and negatively. For these survivors, cancer is 
ongoing (Pelusi 1997, Sinding and Gray 2004) ĂŶĚ ŽĨƚĞŶ  ‘ŝŵŵĞĚŝĂƚĞ ĂŶĚ
ƉƌĞƐĞŶƚ ? ŝŶ ƚŚĞŝƌ ůŝǀĞƐ  ?dŚŽŵĂƐ-Maclean, 2005: 207). Taking account of the 
limitations to the existing evidence base, in particular, methodological and 
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conceptual variability, further research is needed to explore the experience of 
long-term cancer survivorship. This critical appraisal of the literature has 
demonstrated that there is relatively limited qualitative research exploring 
the experience of long-ƚĞƌŵ ƐƵƌǀŝǀŽƌƐŚŝƉ  ?ĚĞĨŝŶĞĚ ĂƐ A? ? ǇĞĂƌƐ ƉŽƐƚ-
treatment), guided by an established theoretical framework. With this in 
mind, Part 3 of the literature review explores the potential applicability of 
liminality as a framework for understanding experiences of long-term cancer 
survivorship.  
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Chapter 4. Literature Review: Part 3 - Liminality as a framework 
for understanding the experience of cancer survivorship21 
 
Introduction 
 
In the previous chapter, I described survivorship as a process of living with, 
through and beyond cancer (Lance-Armstrong-Foundation 2004). One 
approach that may facilitate our understanding of this process is van 
'ĞŶŶĞƉ ?Ɛ ? ? ? ? ? ? ‘ƌŝƚĞƐŽĨƉĂƐƐĂŐĞ ? ?^ƉĞĐŝĨŝĐĂůůǇ ?ƚŚĞůŝŵŝŶĂůƉŚĂƐĞŽĨƚŚŝƐƌŝƚƵĂů
process is said to help us understand the transition between roles or positions 
in society (Van Gennep 1960, Turner 1967, Turner 1969). This part of the 
review describes ǀĂŶ 'ĞŶŶĞƉ ?Ɛrites of passage, in particular, the liminal 
phase. This is followed by a critical review of the application of liminality in 
cancer research, including a synthesis of research to date that has utilised 
liminality to explore the cancer experience. The aim of this chapter is to 
explore the utility and applicability of liminality for understanding experiences 
of long-term cancer survivorship.  
 
Theoretical context: rites of passage and liminality 
 
The concept of liminality stems from the work of anthropologist van Gennep 
and, subsequently, Turner, on ritual and rites of passage (Van Gennep 1960, 
Turner 1967, Turner 1969) ?sĂŶ'ĞŶŶĞƉ  ? ? ? ? ? P  ? ?ƐƵŐŐĞƐƚĞĚƚŚĂƚ  ‘ƚŚĞ ůŝĨĞŽĨ
an individual in any society is a series of passages from one age to another 
ĂŶĚ ĨƌŽŵ ŽŶĞ ŽĐĐƵƉĂƚŝŽŶ ƚŽĂŶŽƚŚĞƌ ? ?Originally, the rites of passage model 
ŽƵƚůŝŶĞĚĂ  ‘ƐƵĐĐĞƐƐŝŽŶŽĨ ŝŶŝƚŝĂƚŽƌǇƐĐĞŶĂƌŝŽƐ ?ĞĂĐŚŽĨǁŚŝĐŚŚĂƐƚŚĞĞĨĨĞĐƚŽĨ
incorporating the individual or group of individuals concerned into a new 
                                                        
21
 This chapter was the basis for a paper published during the course of the study: Blows et al. 
(2012) Liminality as a framework for understanding the experience of cancer survivorship: a 
literature review. Journal of Advanced Nursing, 68 (10) 2155-2164. 
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ƉŽƐŝƚŝŽŶ ǁŝƚŚŝŶ ƚŚĞ ƐŽĐŝĂů ĨƌĂŵĞǁŽƌŬ ?  ?'ƌĂŝŶŐĞƌ ?  ? ? ? ? P ? ? Typical rites 
include life events such as pregnancy, birth, marriage and death (Van Gennep 
1960). As such, rites of passage occur when there is a transition in cultural 
expectations, social roles or status. The model assists in understanding that 
transition (Grainger 1974, Martin-McDonald and Biernoff 2002, Molzahn et al. 
2008). Rites of passage can be divided into three stages (Figure 4.1): 
preliminal rites (rites of separation), liminal rites (rites of transition) and 
postliminal rites (rites of reincorporation). A rite of passage begins by 
 ‘ƐĞǀĞƌŝŶŐĐŽŶŶĞĐƚŝŽŶ ?ǁŝƚŚĂƉƌĞǀŝŽƵƐƐŽĐŝĂůƐƚĂƚĞŽƌƉŽƐŝƚŝŽŶ ?ĨŽůůŽǁĞĚďǇĂŶ
ĂŵďŝŐƵŽƵƐ ƚŝŵĞ ǁŚĞƌĞ ŝŶĚŝǀŝĚƵĂůƐ ĨŝŶĚ ƚŚĞŵƐĞůǀĞƐ  ‘ŝŶ-ďĞƚǁĞĞŶ ? ƐŽĐŝĂů
ƉŽƐŝƚŝŽŶƐ ? ĂŶĚ ĞŶĚƐ ǁŝƚŚ  ‘ƌĞ-ĞŶƚƌǇ ? Žƌ  ‘ƌĞďŝƌƚŚ ? ŝŶƚŽ Ă ŶĞǁ ƐŽĐŝĂů ƉŽƐŝƚŝŽŶ 
(Hockey 2002). The stages of the rites of passage are not experienced to the 
same extent by everyone, nor in all situations. For example, a funeral focuses 
on separation, whilst marriage centres on incorporation.  
 
Figure 4.1: The rites of passage  
 
(Source: van Gennep, 1960) 
 
sĂŶ'ĞŶŶĞƉ ?ƐƌŝƚĞƐŽĨƉĂƐƐĂŐĞ ‘ƐĐŚĞŵĂ ? ?,ŽĐŬĞǇ ? ? ? ? ? P    ŝĚĞŶƚŝĨŝĞĚǁĂǇƐŝŶ
which individuals moved between social locations which were often age-
related e.g. single to married (Hockey, 2002). Hockey argues that van 
'ĞŶŶĞƉ ?Ɛ  ‘ƐĐŚĞŵĂ ? ĚĞƚĂŝůƐ ƚŚĞ ƉƌŽĐĞƐƐ ŽĨ ƚƌĂŶƐŝƚŝŽŶ  ‘ǁŝƚŚ ƚŚĞ ŶŽƚŝŽŶ ŽĨ
passage encompassing an ambiguous zone which is betwixt and between 
ĨŝǆĞĚ ƐŽĐŝĂů ƉŽƐŝƚŝŽŶƐ ?  ? ? ? ? ? P  ? ? ? ? ? dŚĞ ƌŝƚƵĂů ĂŶĚ ĐĞƌĞŵŽŶǇ ĞŶƐƵƌĞĚ ƚŚĞƐĞ
Preliminal rites 
Rites of 
reincorporation 
Rites of 
transition 
Rites of 
separation 
Post-liminal 
rites 
Liminal rites 
  
  93   
transitions were regulated so that wider society was not harmed by them; 
therefore rites of passage had a protective function for society.  
 
Van Gennep argues that differences lie in the detail  W  ‘ƚŚĞ ƵŶĚĞƌůǇŝŶŐ
arrangement is always the same. Beneath a multiplicity of forms, either 
consciously expressed or merely implied, a typical pattern always recurs: the 
ƉĂƚƚĞƌŶŽĨ ƚŚĞ ƌŝƚĞƐ ŽĨƉĂƐƐĂŐĞ ?  ?ǀĂŶ'ĞŶŶĞƉ ?  ? ? ? ? P  ? ? ? ? ?,Ğ ĐŽŶĐůƵĚĞƐ ƚŚĂƚ
ƐŽŵĞ ƚƌĂŶƐŝƚŝŽŶĂů ƉĞƌŝŽĚƐ  ‘ĂĐƋƵŝƌĞ Ă ĐĞƌƚĂŝŶ ĂƵƚŽŶŽŵǇ ? ? ? ? ? ? P  ? ? ?-2). Of 
ƉĂƌƚŝĐƵůĂƌ ŝŶƚĞƌĞƐƚ ŝƐ ǀĂŶ 'ĞŶŶĞƉ ?Ɛ ŝĚĞĂ ƚŚĂƚ ŝŶ ĐĞƌƚĂŝŶ ĐĞƌĞŵŽŶŝĞƐ ƚŚĞ
transitiŽŶƉĞƌŝŽĚŝƐ ‘ƐƵĨĨŝĐŝĞŶƚůǇĞůĂďŽƌĂƚĞĚƚŽĐŽŶƐƚŝƚƵƚĞĂŶŝŶĚĞƉĞŶĚĞŶƚƐƚĂƚĞ ?
 ?ǀĂŶ'ĞŶŶĞƉ ? ? ? ? ? P ? ? ?ĂŶĚƚŚĞƌĞĨŽƌĞƚŚĞƌŝƚĞƐŽĨƉĂƐƐĂŐĞĂƌĞ ‘ƌĞĚƵƉůŝĐĂƚĞĚ ? ?
He gives the example of betrothal, which is historically a liminal period 
between adolescence and marriage. However, the passage from adolescence 
to betrothal also includes a series of rites of separation, transition and 
incorporation, and the same from betrothal to marriage (Van Gennep 1960).  
 
Turner built on van GennĞƉ ?Ɛ ǁŽƌŬ ŝŶ ƚŚĞ  ? ? ? ?Ɛ ǁŝƚŚ ŚŝƐ ƐƚƵĚǇ ŽĨ EĚĞŵďƵ
ritual in Zambia (Turner 1967, Turner 1969). His seminal work was The Forest 
of Symbols (1967) which included a paper entitled: Betwixt and Between: the 
Liminal Period in Rites of Passage.  Turner asserted that rites of passage are 
ŶŽƚ ĐŽŶĨŝŶĞĚ ƚŽ Ă  ‘ƌŝƚƵĂů ĐŽŶƚĞǆƚ ? ĂŶĚ ? ƚŚĞƌĞĨŽƌĞ ? ĂƌĞŶŽƚ ƌĞƐƚƌŝĐƚĞĚ ƚŽ
ŵŽǀĞŵĞŶƚďĞƚǁĞĞŶ ‘ĂƐĐƌŝďĞĚ ?ƐƚĂƚƵƐĞƐƐƵĐŚĂƐďŝƌƚŚ ?ŵĂƌƌŝ ŐĞĂŶĚĚĞĂƚŚ ?He 
suggested that a rite oĨƉĂƐƐĂŐĞĐĂŶĂůƐŽĂƉƉůǇƚŽĞŶƚƌǇŝŶƚŽĂ ‘ŶĞǁĂĐŚŝĞǀĞĚ
ƐƚĂƚƵƐ ? ?ĨŽƌĞǆĂŵƉůĞ ?ŵĞŵďĞƌƐŚŝƉŽĨĂĐĞƌƚĂŝŶŐƌŽƵƉ ?dƵƌŶĞƌ ? ? ? ? P ? ? ? ? 
 
dƵƌŶĞƌ ǁĂƐ ƉĂƌƚŝĐƵůĂƌůǇ ŝŶƚĞƌĞƐƚĞĚ ŝŶ ƚŚĞ  ‘ƐŽĐŝŽĐƵůƚƵƌĂů ? ƉƌŽƉĞƌƚŝĞƐ ŽĨ ƚŚĞ
liminal (transition) period. He asserted that society ĐŽŵƉƌŝƐĞƐĂ  ‘ƐƚƌƵĐƚƵƌĞŽĨ
ƉŽƐŝƚŝŽŶƐ ? ďƵƚ ůŝŵŝŶĂůŝƚǇ ŝƐ ĂŶ  ‘ŝŶƚĞƌƐƚƌƵĐƚƵƌĂů ƐŝƚƵĂƚŝŽŶ ? ǁŚĞƌĞ ĐƵůƚƵƌĂůůǇ
recognised positions, such as being married, single, an infant, etc. no longer 
ĂƉƉůǇ  ?dƵƌŶĞƌ ?  ? ? ? ? P  ? ? ? ?>ŝŵŝŶĂůƉĞŽƉůĞĂƌĞƐƚƌƵĐƚƵƌĂůůǇ  ‘ŝŶǀŝƐŝďůĞ ?- they are 
 ‘ŶŽ ůŽŶŐĞƌ ĐůĂƐƐŝĨŝĞĚ ĂŶĚ ŶŽƚ ǇĞƚ ĐůĂƐƐŝĨŝĞĚ ?  ? ? ? ? ? P  ? ? ? ? ĂŶĚ ƚŚĞƌĞĨŽƌĞ ĂƌĞ
 ‘ďĞƚǁŝǆƚĂŶĚďĞƚǁĞĞŶ ?ƐƚƌƵĐƚƵƌĂůĐůĂƐƐŝĨŝĐĂƚŝŽŶĂƐ ‘ƚŚĞƐĞƉĞƌƐŽŶƐĞůƵĚĞŽƌƐůŝƉ
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through the network of classifications that normally locate states and 
positions in cultural ƐƉĂĐĞ ?  ?dƵƌŶĞƌ ?  ? ? ? ? P  ? ? ? ? Ɛ ƐƵĐŚ ? ƚŚĞǇ ĂƌĞ ŽĨƚĞŶ
described as being on the threshold, or margins of society (Froggatt 1997).  
 
As highlighted, Turner argued that there is no structure or hierarchy in the 
liminal period. The emphasis is on equality and a collective mentality  W  ‘Ă
ĐŽŵŵƵŶŝƚǇ ŽĨ ĐŽŵƌĂĚĞƐ ?  ?dƵƌŶĞƌ ?  ? ? ? ? P  ? ? ? ? ? dŚĞ ĐŽŵŵƵŶŝƚǇ ŽĨ ůŝŵŝŶĂů
people is referred ƚŽ ĂƐ  ‘ĐŽŵŵƵŶŝƚĂƐ ?  ?dƵƌŶĞƌ ?  ? ? ? ? P  ? ? ? ? dŚĞ ŚŝĞƌĂƌĐŚǇ
operating outside this community is often based around notions of obedience 
ĂŶĚƉĂƐƐŝǀŝƚǇ ?>ŝŵŝŶĂůƉĞŽƉůĞĂƌĞ ‘ůŝŶŬĞĚďǇƐƉĞĐŝĂůƚŝĞƐǁŚŝĐŚƉĞƌƐŝƐƚĂĨƚĞƌƚŚĞ
ƌŝƚĞƐĂƌĞŽǀĞƌ ? ?dƵƌŶĞƌ ? ? ? ? ? P ? ? ? ? ? ‘ŽŵŵƵŶŝƚĂƐ ?ŝƐĐŽŶƐŝĚĞƌĞĚ ‘ĂŶƚŝ-ƐƚƌƵĐƚƵƌĞ ?
ĂŶĚ ĂƐ ƐƵĐŚ ŝƐ  ‘ŚĞĚŐĞĚ ĂƌŽƵŶĚ ?  ?dƵƌŶĞƌ ?  ? ? ? ? P  ? ? ? ? ďǇǁŝĚĞƌ ƐŽĐŝĞƚǇ ? ǁŚŝĐŚ
ůĞĂĚƐ dƵƌŶĞƌ ƚŽ ƐƵŐŐĞƐƚ ƚŚĂƚ ůŝŵŝŶĂů ƉĞŽƉůĞ ĂƌĞ ƉĞƌĐĞŝǀĞĚ ĂƐ  ‘ĚĂŶŐĞƌŽƵƐ ?
ŝŶĂƵƐƉŝĐŝŽƵƐ ?  ? ? ? ? ? P  ? ? ? ? ? dƵƌŶĞƌ ĐŝƚĞĚ ƚŚĞ ǁŽƌŬ ŽĨMary Douglas (1984 
(1966) ? ƚŽŚŝŐŚůŝŐŚƚ ƚŚŝƐƉŽƐŝƚŝŽŶ ?ŽƵŐůĂƐƐƵŐŐĞƐƚĞĚ  ‘ƌĞĐŽŐŶŝƚŝŽŶŽĨĂŶŽŵĂůǇ
ůĞĂĚƐƚŽĂŶǆŝĞƚǇĂŶĚĨƌŽŵƚŚĞƌĞƚŽƐƵƉƉƌĞƐƐŝŽŶŽƌĂǀŽŝĚĂŶĐĞ ? ? ? ? ? ? ? ? ? ? ? ? P ? ? ? 
 
Therefore, in terms of social structure, those in the liminal phase are 
effectively taken out of society to protect wider society. Turner highlights the 
 ‘ũƵǆƚĂƉŽƐŝƚŝŽŶ ŽĨ ƚŚĞ ĐĞŶƚƌĂů ? ƚƌĂŶƐŝƚŝŽŶĂů ƉŚĂƐĞ ĂŶĚ ƚŚĞ ƚǁŝŶ ƉĞƌŝŽĚƐ ŽĨ
separation and reintegration which provide its boundaries... He describes an 
opposition between the enduring rule-bound hierarchies of the familiar social 
ǁŽƌůĚ ĂŶĚ ƚŚĞ ƚƌĂŶƐŝƚŽƌǇ ƵŶďŽƵŶĚĞĚ ŶĂƚƵƌĞ ŽĨ ůŝŵŝŶĂů ƚŝŵĞ ĂŶĚ ƐƉĂĐĞ ?
(Hockey and James, 1993: 167). As individuals enter into a rite of passage 
 ‘ƚŚĞǇ ƐƵďŵŝƚ ƚŽ Ă ƚĞŵƉŽƌĂƌǇ ůŽƐƐ ŽĨ ƚŚĞŝƌ ƐŽĐŝĂů ƉŽǁĞƌ ĂŶĚ ƉŽƐŝƚŝŽŶ ?  ? ? ? ? ? P
167). Therefore, characteristics of liminality include marginality, outsiderhood 
and structural inferiority (Hockey and James 1993). Living in the liminal (or 
ƚƌĂŶƐŝƚŝŽŶ ? ƉĞƌŝŽĚ ĐĂŶ ƚŚĞƌĞĨŽƌĞ ůĞĂĚ ƚŽ ŶĞŐĂƚŝǀĞ ĨĞĞůŝŶŐƐ ŽĨ  ‘ĂŵďŝŐƵŝƚǇ ĂŶĚ
ƉĂƌĂĚŽǆ ? ?dƵƌŶĞƌ ? ? ? ? P ? ? ? ? 
 
Yet, Turner also suggested that transition could be transformative for those in 
the liminal stage, describing ůŝŵŝŶĂůŝƚǇ ĂƐ Ă  ‘ƐƚĂŐĞ ŽĨ ƌĞĨůĞĐƚŝŽŶ ?  ? ? ? ? ? P  ? ? ? ?
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ǁŚĞƌĞ ‘ƚŚĞƌĞĨŽƌŵƵůĂƚŝŽŶŽĨŽůĚĞůĞŵĞŶƚƐŝŶŶĞǁƉĂƚƚĞƌŶƐ ?ŽĐĐƵƌƐ ? ? ? ? ? P ? ? ? ?
resulting in liminal people re-entering society at a higher social status. 
Individuals fall into limbo between past and present modes of daily existence, 
then return to everyday life at a higher level of status, consciousness or social 
ƉŽƐŝƚŝŽŶ ?dƵƌŶĞƌ ? ? ? ? ? P ? ? ? ?dŚĞůŝŵŝŶĂůƐƚĂƚĞŝƐƚŚĞƌĞĨŽƌĞŽŶĞŽĨ ‘ƉŽƚĞŶĐǇĂŶĚ
ƉŽƚĞŶƚŝĂůŝƚǇ ?  ? ? ? ? ? P  ? ?-34) W  ‘Ă ƌĞĂůŵ ďĞƚǁĞĞŶ ǁŚĂƚ ŝƐ ĂŶĚ ǁŚĂƚ ŵĂǇ ďĞ ?
(Squier, 2004: 4). Likewise, liminality can also be a source of power. Turner 
argued that marginal individuals are often those that provide a critique of 
society, outsiders might have disruptive power from the perspective of those 
ŝŶƚŚĞĐĞŶƚƌĞĂŶĚĂƐƚŚĞƐƚƌƵĐƚƵƌĂůůǇŝŶĨĞƌŝŽƌ ‘ĂƌĞŶŽƚƉŝŶŶĞĚǁŝƚŚŝŶƚŚĞƌĂŶŬƐ
and hierarchies of the powerful, their attributes are open to interpretation, 
ƉŽƚĞŶƚŝĂůůǇ ŵĂŶŝƉƵůĂďůĞ ďǇ ƚŚŽƐĞ ǁŚŽ ĨŝŶĚ ƚŚĞŵƐĞůǀĞƐ ŝŶ ƚŚŝƐ ƌŽůĞ ?  ?Hockey 
and James,  ? ? ? ? P  ? ? ? ? ? Ɛ ƐƵĐŚ ? dƵƌŶĞƌ ĚĞǀĞůŽƉĞĚ ǀĂŶ 'ĞŶŶĞƉ ?ƐŽƌŝŐŝŶĂů
conceptualisation of the rites of passage serving a protective function in 
society, to suggest that rites of passage also have a creative function - they 
can be transformative - and it is in the liminal stage where this occurs.  
 
Summary 
 
dƵƌŶĞƌ ĞŵƉŚĂƐŝƐĞƐ ƚŚĞ ĐŽŶƚƌĂƐƚ ďĞƚǁĞĞŶ  ‘ƐƚĂƚĞ ?  ?Ă ĐŽŶĚŝƚŝŽŶ ?ƉŽƐŝƚŝŽŶ ? ĂŶĚ
 ‘ƚƌĂŶƐŝƚŝŽŶ ?  ?ƉƌŽĐĞƐƐ ? ? dŚĞ ƌŝƚĞƐ ŽĨ ƉĂƐƐĂŐĞ ŚŝŐŚůŝŐŚƚ ƚŚĞ  ‘ƚƌĂŶƐŝƚŝŽŶ ? ďĞƚǁĞĞŶ
 ‘ƐƚĂƚĞƐ ? ? ‘state ? ĐĂŶďĞĚĞĨŝŶĞĚĂƐĂ ‘ĨŝǆĞĚŽƌƐƚĂďůĞĐŽŶĚŝƚŝŽŶ ? ?dƵƌŶĞ ? ? ? ? ? P
 ? ? ? ďƵƚ  ‘ƐƚĂƚĞ ? ĐĂŶ ĂůƐŽ ďĞ ĂƉƉůŝĞĚ ƚŽ ƚŚĞ  ‘ƉŚǇƐŝĐĂů ? ŵĞŶƚĂů Žƌ ĞŵŽƚŝŽŶĂů
ĐŽŶĚŝƚŝŽŶ ŝŶ ǁŚŝĐŚ Ă ƉĞƌƐŽŶ Žƌ ŐƌŽƵƉ ŵĂǇ ďĞ ĨŽƵŶĚ Ăƚ Ă ƉĂƌƚŝĐƵůĂƌ ƚŝŵĞ ?
 ?dƵƌŶĞƌ ?  ? ? ? ? P  ? ? ? ? /Ŷ ƚŚĞ ůŝŵŝŶĂů ƉŚĂƐĞ ? ƚŚĞ  ‘ƐƚĂƚĞ ?ŽĨ ƚŚĞ ƉĂƐƐĞŶŐĞƌ ŝƐ
ambiguous - ůŝŵŝŶĂůŽƌ ‘ƚŚƌĞƐŚŽůĚƉĞŽƉůĞ ?ĂƌĞĂŵďŝŐƵŽƵƐďĞĐĂƵƐĞƚŚĞǇĂƌĞŝŶ-
ďĞƚǁĞĞŶ ƐƚĂƚĞƐ ?ƉŽƐŝƚŝŽŶƐ ?  ‘dƌĂŶƐŝƚŝŽŶ ? ŝƐ ƚŚĞprocess of transformation from 
ŽŶĞ ‘ƐƚĂƚĞ ?ƚŽĂŶŽƚŚĞƌ ?ĞŝŶŐ ‘ŽŶƚŚĞƚŚƌĞƐŚŽůĚ ?ŽƌŝŶ-between states/positions 
is a feature of social structure (Van Gennep 1960). According to Froggatt 
 ? ? ? ? ? P ? ? ? ? ‘ƚŚĞƚƌĂŶƐŝƚŝŽŶƐƚĂŐĞŝƐďŽƚŚĂƚŚƌĞƐŚŽůĚŽƌď ƵŶĚĂƌǇĂƐǁĞůůĂƐĂ
 “ƐƉĂĐĞ ? ŝŶ ŝƚƐ ŽǁŶ ƌŝŐŚƚ ĂŶĚ ƚŚĞ ƚŝŵĞ  ?ĂŶĚ ƉůĂĐĞ ? ǁŚĞƌĞ ƚŚĞ ƉĞŽƉůĞ ƉĂƐƐŝŶŐ
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through the rite are cut off from the wider structure of society, in a 
ƚĞŵƉŽƌĂƌǇ ?ŵĂƌŐŝŶĂůƉŽƐŝƚŝŽŶ ? ?dƵƌŶĞƌĐŽŶĐůƵĚĞĚƚŚĂƚ ‘ůŝĨĞĞǆƉĞƌŝĞŶĐĞĐŽŶƚĂŝŶƐ
alternating exposure to structure and communitas, and to states and 
ƚƌĂŶƐŝƚŝŽŶƐ ? ? ? ? ? ? P ? ? ? ? 
 
Applicability of the rites of passage model in contemporary society 
 
Froggatt (1997) provides a contemporary critique of liminality in her paper on 
the applicability of the rites of passage model within hospice culture. She 
ƐƵŐŐĞƐƚƐƚŚĞĐƌŝƚŝƋƵĞ ŝƐǁĂƌƌĂŶƚĞĚĐŽŶƐŝĚĞƌŝŶŐǀĂŶ'ĞŶŶĞƉ ?Ɛƌŝtes of passage 
was first published in 1908 and based on traditional (small-scale tribal) 
ƐŽĐŝĞƚŝĞƐ ? &ƌŽŐŐĂƚƚ ?Ɛ ŵĂŝŶ ŝƐƐƵĞ ĨŽĐƵƐĞƐ ŽŶ ƚŚĞ ĚŝĨĨĞƌĞŶƚ ĐŽŶƚĞǆƚƐ ĂŶĚ
ƉĞƌƐƉĞĐƚŝǀĞƐ ƚŚĂƚ ĞǆŝƐƚ ŝŶ ƚŽĚĂǇ ?Ɛ ƐŽĐŝĞƚǇ ? ĂŶĚ ǁŚĞƚŚĞƌ Ă ŵŽĚĞů ĚĞǀĞůŽƉĞĚ
over a century ago can still be relevant. Transitions within the life-cycle still 
exist, in particular with respect to health and sickness, and life and death but, 
as Squier (2004) asserts, today, these transitions take place within the shifting 
context of biomedicine. Whilst vĂŶ 'ĞŶŶĞƉ ?Ɛ ŵŽĚĞů ǁĂƐ ďĂƐĞĚ ŽŶ Ă
traditional, Aboriginal society in Australia, Turner sought to understand the 
applicability of liminality in contemporary society. The liminal phase is now 
applied in situations that go beyond purely ritual context e.g. categories of 
experience (Froggatt 1997).  
 
ĂƐĞĚ ŽŶ ǀĂŶ 'ĞŶŶĞƉ ?Ɛ ĂƐƐĞƌƚŝŽŶ ? ŝƚ ŝƐ ĂƐƐƵŵĞĚ ƚŚĂƚ ƌŝƚƵĂů  ‘ĂŵĞůŝŽƌĂƚĞƐ ƚŚĞ
conflict between the individual and society and maintains the social order ?
(Froggatt, 1997: 126)  W the protective function of the rites of passage. 
However, when van Gennep proposed his rites of passage model, the society 
he was studying was more homogeneous than the world today; today we 
ŚĂǀĞĂ ‘ǀĂƌŝĞƚǇŽĨůŝĨĞƐƚǇůĞƐĂŶĚĂƚŽůĞƌĂŶĐĞĨŽƌĚŝǀĞƌƐŝƚǇ ? ?Froggatt, 1997: 126). 
Therefore, it could be said that, in  ‘tĞƐƚĞƌŶ ?society, it is not always the case 
that what is  ‘unclear is unclean ? (Douglas 1984 (1966)) and that the protective 
function of the rites of passage is no longer as relevant. However, Froggatt 
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concludes that there is a place for the rites of passage, as transitions in the life 
ĐǇĐůĞ Ɛƚŝůů ĞǆŝƐƚ ? ũƵƐƚ ǁŝƚŚŝŶ ƚŚĞ  ‘ĚŝǀĞƌƐĞ ĐƵůƚƵƌĂů ĐŽŶƚĞǆƚƐ of contemporary 
ƐŽĐŝĞƚǇ ? ? ? ? ? ? P ? ? ? ? ?dŚĞƌĞĨŽƌĞ ?ǁŚŝůƐƚƚŚĞŶŽƚŝŽŶŽĨĂ ‘ŐĞ ĞƌĂůŝƐĞĚƌŝƚƵĂůĨŽƌŵ
has been rightly questioned... ritual still exists despite recognition of the 
ǀĂƌŝĞƚǇŽĨƉĞƌƐƉĞĐƚŝǀĞƐǁŚŝĐŚŵĂǇĐŽĞǆŝƐƚǁŝƚŚŝŶƐŽĐŝĞƚǇ ? ? ? ? ? ? P ? ? ? ? ?tŚĂƚŝƐ
important is to recognise those differences. Indeed, Froggatt (1997) argues 
the social context of the ritual needs to be acknowledged if its wider effects 
are to be illuminated i.e. the focus should not be on the individual in isolation 
but the effect of transition within their social world.  
 
^ƋƵŝĞƌ ? ? ? ? ? P ? ?ƐƵŐŐĞƐƚƐƚŚĂƚǁĞŶĞĞĚĂƌĞǀŝƐŝŽŶŽĨdƵƌŶĞƌ ?Ɛ ‘ƉƌĞĚŽŵŝŶĂŶƚůǇ
ĐƵůƚƵƌĂů ĚĞĨŝŶŝƚŝŽŶ ? ŽĨ ůŝŵŝŶĂůŝƚǇ ? ^ƋƵŝĞƌ ďĞůŝĞǀĞƐ ƚŚĂƚ ůŝŵŝŶĂůŝƚǇ ŝƐ ŶŽǁ Ă
 ‘ďŝŽĐƵůƚƵƌĂů ? ƐƚĂƚĞ ĚƵĞ ƚŽ ĂĚǀĂŶĐĞƐ ŝŶ ďŝŽƚĞĐŚŶŽůŽŐǇ ? ǁŚŝĐŚ ŵĞĂŶ the 
boundaries we cross over are no longer stable. These biomedical changes 
have social and political implications. Turner ?Ɛ ůŝŵŝŶĂůŝƚǇ ůŝĞƐ ŽŶ ƚŚĞ
assumption that ? ‘ǁŚŝůĞƚŚĞůŝŵŝŶĂůŝƐƐŚŝĨƚŝŶŐ ?ůŝĨĞŝƐƐƚŝůůƐƚĂďůĞ ? ?Squier, 2004: 
6). However, technological and medical developments mean that is not 
always the case today; the boundaries of human existence have become 
blurred. Life and death are not what they once were. Biological limits are 
ďĞŝŶŐƐƚƌĞƚĐŚĞĚĚƵĞƚŽďŝŽŵĞĚŝĐĂůŝŶƚĞƌǀĞŶƚŝŽŶ P ‘ƚŚĞŽůĚŶŽƚŝŽŶthat the form 
and trajectory of any human life have certain inherent biological limits, and 
the new notion that both the form and trajectory of our lives can be 
ƌĞƐŚĂƉĞĚ ? ?^ƋƵŝĞƌ ? ? ? ? ? P ? ? ? 
 
^ƋƵŝĞƌ  ? ? ? ? ? P  ? ? ? ? ƐƚĂƚĞƐ ƚŚĂƚ  ‘ƚŚĞ ĂŶƚŚƌŽƉŽůŽŐŝĐĂů ĚĞĨŝŶŝƚŝŽŶ Žf liminality is 
ŐĞŶĞƌĂůůǇ ƌĞƐƚƌŝĐƚĞĚ ƚŽ ĐƵůƚƵƌĂů ŵŽĚĞƐ ŽĨ ŶĞŐŽƚŝĂƚŝŶŐ ůŝĨĞ ƉĂƐƐĂŐĞƐ ? Ğ ?Ő ? ƚŚĞ
rituals to mark the facts of human life e.g. birth, puberty, marriage, death. 
,ŽǁĞǀĞƌ ? ŝŶ ƚŽĚĂǇ ?Ɛ ƐŽĐŝĞƚǇ ? ƚŚŝƐ ĚĞĨŝŶŝƚŝŽŶ  ‘ĨĂŝůƐƚŽ ƌĞƉƌĞƐĞŶƚ ƚŚĞ ĐŽŵƉůĞǆ
ways thĂƚ ĐƵůƚƵƌĞ ŝŶƚĞƌǀĞŶĞƐ ŝŶ ĂŶĚ ƉƌŽĚƵĐĞƐ ŶĂƚƵƌĞ ?  ? ? ? ? ? P  ? ? ? ? ?
Biomedicine/biotechnology means that where once life had beginnings and 
ends that were established ? ƚŚĞǇ ĂƌĞ ŶŽǁ ƐƵďũĞĐƚ ƚŽ  ‘ďŝŽŵĞĚŝĐĂů
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ŵĂŶŝƉƵůĂƚŝŽŶ ? (Squier 2004). As such, those beginnings and endings are not 
stable, but fluid.  
 
Taking cancer as an example, the impact of a cancer diagnosis on the 
ŝŶĚŝǀŝĚƵĂů ǁŝůů ? ŝŶ ƉĂƌƚ ? ďĞ ĚĞƚĞƌŵŝŶĞĚ ďǇ ŽƚŚĞƌ ƉĞŽƉůĞƐ ? ƌĞĂĐƚŝŽŶƐ ƚŽ ƚŚĂƚ
diagnosis. Today, how individuals are perceived is changing as a result of 
shifting understandings of cancer in society. Medical advancements in cancer 
screening and treatment mean that what was once a death sentence is now a 
disease that many can survive. If a person diagnosed with cancer 
 ‘ƌĞŝŶĐŽƌƉŽƌĂƚĞƐ ŝŶƚŽĂ ƐƚĂƚĞ ŽĨŚĞĂůƚŚ ? ŝƚ ƐĞŶĚƐĂǁĞůĐŽŵĞ ŵĞƐƐĂŐĞ ƚŽǁŝĚĞƌ
ƐŽĐŝĞƚǇƚŚĂƚƚŚĞǇĂƌĞ ‘ĐƵƌĞĚ ?ĂŶĚƚŚĞƌĞĨŽƌĞĂƌĞŶŽůŽŶŐĞƌĂŶ “omen of hazard ? ?
(McKenzie and Crouch 2004). If the cause of cancer is unknown or if the 
individual experiences ongoing consequences of cancer treatment (for 
example, they look or act differently  W have lost their breast, have no hair, 
their bodily functions have been compromised) this perhaps sends a different 
message  W that what is unclear is unclean (Douglas 1984 (1966)). There is no 
one outcome like rituals of birth, marriage, death, etc. but diversity of 
outcomes that have to be positioned within their wider social context if we 
are to understand them.  
 
The next section explores how the rites of passage and liminality have been 
applied to the illness experience more broadly and the cancer experience 
specifically. 
 
Application of the rites of passage and liminality to the cancer experience  
 
Rites of passage and the illness experience  
 
The rites of passage and, in particular, liminality, have been utilised to explore 
the illness experience, including kidney dialysis and transplantation (Martin-
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McDonald and Biernoff 2002, Crowley-Matoka 2005, Molzahn et al. 2008), 
HIV/AIDS (Bloom 1997), Hepatitis C (Treloar and Rhodes 2009), chronic pain 
(Jackson 2005) ? ůǌŚĞŝŵĞƌ ?Ɛ(Shomaker 1989), infertility (Allan 2007), those 
living in a permanent coma (Kaufman 2000), as well as the experience of 
disability (Murphy et al. 1988, Harrison and Kahn 2004) and hospice culture 
(Froggatt 1997).  
 
The applicability of the rites of passage is outlined by Martin-McDonald and 
ŝĞƌŶŽĨĨ ? ? ? ? ? P ? ? ? ?ǁŚŽĂƌŐƵĞƚŚĂƚ ‘ŵŽǀŝŶŐĨƌŽŵƚŚĞƌĞĂůŵŽĨŚĞĂůƚŚƚŽƚŚĂƚ
ŽĨ ŝůůŶĞƐƐ ĐƌŽƐƐĞƐŽǀĞƌ ďŽƵŶĚĂƌŝĞƐ ƚŚĂƚĂůƚĞƌ ƚŚĞ ƐŽĐŝĂůƉŽƐŝƚŝŽŶŽĨĂ ƉĞƌƐŽŶ ? ?
Molzahn et al ? ? ? ? ? ? P ? ? ?ŐŽŽŶƚŽƐƵŐŐĞƐƚ ‘ůŝŵŝŶĂůŝƚǇƌĞĨĞƌƐƚŽƚŚĞĂŵďŝŐƵŽƵƐ
ĞǆƉĞƌŝĞŶĐĞŽĨŽŶĞ ?ƐůŝĨĞƐƚŽƌǇďĞŝŶŐĚŝƐƌƵƉƚĞĚƚŚƌŽƵŐŚŝůůŶĞƐƐ ? ?dŚŝƐĐĂŶůĞĂĚƚŽ
uncertainty and ambiguity with regard to self-identity because people find 
themselves in in-between and ambiguous spaces, which can result in social 
indefinition and isolation (Mwaria 1990, Molzahn et al. 2008).  
 
Review of research on the liminality and the cancer experience 
 
A narrative review was undertaken, to provide a comprehensive overview of 
the topic. Using a textual narrative approach (Lucas et al. 2007, Barnett-Page 
and Thomas 2009), I arranged studies into homogeneous groups  W by stage of 
the cancer trajectory. An alternative approach would have been a thematic 
synthesis, organising findings by descriptive theme. Whilst synthesising 
findings under descriptive themes would have highlighted facets of the liminal 
experience, it would not have allowed me to explore the utility of the 
liminality at different stages of the cancer trajectory. Indeed, the textual 
narrative approach is useful when the aim is to identify the scope of what has 
been studied, and gaps that need to be addressed (Lucas et al. 2007).  
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Search strategy and outcome 
 
Electronic searches of Medline, PsycInfo, British Nursing Index, Cinahl, ASSIA, 
Web of Science, Cochrane Library and British Library online databases were 
conducted in November 2009 and updated in September 2011. The search 
terms were: cancer AND liminal* OR rite* of passage. Databases were 
searched for publications in English, covering the period 1985 to 2011. In 
addition, reference lists of relevant literature were reviewed to identify 
further pertinent studies. Table 4.1 outlines the broad inclusion and exclusion 
criteria applied to the fifty papers identified. As a result, ten studies were 
included for review (Table 4.2). Due to the small number of studies identified, 
a decision was made to include all studies that used the rites of passage 
model or liminality to explore the cancer experience. As per the textual 
narrative approach, to identify the strength of evidence presented, a critique 
of the studies was included as part of the review (Lucas et al. 2007). 
 
Table 4.1: Liminality search inclusion and exclusion criteria 
Inclusion criteria Exclusion criteria 
 
Individuals affected by primary cancer in 
adulthood (18+ years) 
 
Any stage of the cancer trajectory  
 
hƚŝůŝƐĞƐǀĂŶ'ĞŶŶĞƉ ?ƐƌŝƚĞƐŽĨƉĂƐƐĂŐĞ
ŵŽĚĞů ?dƵƌŶĞƌ ?ƐůŝŵŝŶĂůŝƚǇ ?ŽƌĚĞǀĞůŽƉŵĞŶƚƐ
of these concepts, as an analytical framework 
or draws on the theory in discussion 
 
 
Childhood cancers 
 
Adult cancer survivors diagnosed in 
childhood 
 
Experiences of partners/family 
members/those close to the cancer survivor 
 
 
 
^ƚƵĚŝĞƐ ǁĞƌĞ ĂƌƌĂŶŐĞĚ ĂĐĐŽƌĚŝŶŐ ƚŽ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ƐƚĂŐĞ ŽĨ ƚŚĞ ĐĂŶĐĞƌ
trajectory: cancer risk, treatment, post-treatment and studies including 
survivors at various points of the cancer trajectory. Study characteristics, 
context and findings were reported, as well as how liminality was employed, 
to highlight facets of the liminal experience at various stages of the trajectory.  
 
  
  101   
Liminality and the experience of cancer 
 
The concept of liminality was used in three studies on cancer risk (Luxford 
2003, Forss et al. 2004, Scott et al. 2005), two studies on men undergoing 
hormone therapy for prostate cancer (Navon and Morag 2004, Gray et al. 
2005), two studies on experiences of cancer patients at various points in the 
cancer trajectory (diagnosis, treatment and post-treatment) (Little et al. 1998, 
Thompson 2007), one longitudinal study exploring the experience of cancer 
over time (Cayless et al. 2010) and two studies on experiences post-treatment 
(Crouch and McKenzie 2000, McKenzie 2004). Liminality was employed as an 
explanatory framework at the outset in four studies (Forss et al. 2004, Navon 
and Morag 2004, Thompson 2007, Cayless et al. 2010). Of the remaining six, 
researchers concluded during the analysis and/or discussion that liminality 
was a relevant means of conceptualising the cancer experience (Little et al. 
1998, Crouch and McKenzie 2000, Luxford 2003, McKenzie 2004, Gray et al. 
2005, Scott et al. 2005).  
 
ǆƉĞƌŝĞŶĐĞƐŽĨƚŚŽƐĞ ‘ĂƚƌŝƐŬ ?ŽĨcancer 
 
Luxford (2003) examined the experience of older women being diagnosed 
with benign breast disease through a case study developed after an in-depth 
ŝŶƚĞƌǀŝĞǁǁŝƚŚ ‘ůŝĐĞ ? ?ĞŝŶŐĚŝĂŐŶŽƐĞĚǁŝƚŚďĞŶŝŐŶďƌĞĂƐƚĚŝƐĞĂƐĞƌĞƐƵůƚĞĚŝŶ
Alice living with what >ƵǆĨŽƌĚ ƌĞĨĞƌƌĞĚ ƚŽ ĂƐ  ‘ƚƌŽƵďůĞƐŽŵĞ ďƌĞĂƐƚƐ ? ? ůŝĐĞ
described a perceived increased risk, and subsequent fear, of developing 
ďƌĞĂƐƚĐĂŶĐĞƌ ? ůĞĂĚŝŶŐƚŽĨĞĞůŝŶŐƐŽĨƵŶĐĞƌƚĂŝŶƚǇĂŶĚǀƵůŶĞƌĂďŝůŝƚǇ ?ůŝĐĞ  ‘ǁĂƐ
ŶŽƚ ƐƵƌĞ ǁŚĞƚŚĞƌ ƐŚĞ ǁĂƐ ŚĞĂůƚŚǇ Žƌ ŝůů ?  ? ? ? ? ? P  ? ? ?) leading Luxford to 
ĚĞƐĐƌŝďĞůŝĐĞĂƐůŝǀŝŶŐŝŶĂůŝŵŝŶĂůƐƚĂƚĞŽĨ ‘ŚĞĂůƚŚ-but-not-ŚĞĂůƚŚ ? ? ? ? ? ? P ? ? ? ? ?
 
Similarly, Forss et al. (2004) conducted a phenomenological hermeneutical 
ĂŶĂůǇƐŝƐŽĨǁŽŵĞŶ ?ƐĞǆƉĞƌŝĞŶĐĞƐ ŽĨĂŶĂďŶŽƌŵĂůWĂƉ ƐŵĞĂƌ ƚĞƐƚ ŝŶ^ǁĞĚĞŶ ?
The Pap smear can detect cervical cancer or identify those at risk of 
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developing the disease. The authors argued that screening programmes may 
ůĞĂĚƚŽ ‘ŶĞǁŬŝŶĚƐŽĨƐŝĐŬŶĞƐƐĞǆƉĞƌŝĞŶĐĞƐ ?ĂƐƌĞƐƵůƚƐĐĂŶƌĞŶĚĞƌĂŶŝŶĚŝǀŝĚƵĂů
between sickness and health, occupyŝŶŐĂŶ ‘ĂƚƌŝƐŬ ?ƐƚĂƚĞ ? ? ? ? ? P ? ? ? ? ?&ŽƌƐƐet 
al. ĞǆƉůŽƌĞĚ ƚŚŝƐ  ‘Ăƚ ƌŝƐŬ ? ƐƚĂƚĞ ? ŐƵŝĚĞĚ ďǇ ƚŚĞ ĐŽŶĐĞƉƚ ŽĨ ůŝŵŝŶĂůŝƚǇ ? dŚĞǇ
suggested that women go for a smear test assuming the result will be normal 
ĂŶĚƚŚĂƚƚŚĞǇĂƌĞĐŽŶĨŝƌŵĞĚĂƐ ‘ŚĞĂůƚŚǇ ? ?,ŽǁĞǀĞƌ ?ĂŶĂďŶŽrmal result, where 
neither health nor disease is confirmed, creates a sense ambiguity. The 
ǁŽŵĂŶ ŝƐ ĚĞĞŵĞĚ  ‘ƉŽƚĞŶƚŝĂůůǇ ƵŶŚĞĂůƚŚǇ ? ǁŚŝĐŚ ŝƐ ŝŶƚĞƌƉƌĞƚĞĚ ĂƐ ĂŶ
 ‘ƵŶŝŶƚĞŶƚŝŽŶĂůƚƌĂŶƐŝƚŝŽŶĨƌŽŵĐŽŶĨŝƌŵĂƚŝŽŶŽĨŚĞĂůƚŚƚŽůŝŵŝŶĂůŝƚǇ ? ?&ŽƌƐƐet al. 
2004: 318). WomĞŶĞǆƉĞƌŝĞŶĐĞ ůŝŵŝŶĂůŝƚǇ  ‘ďŝŽŵĞĚŝĐĂůůǇ ?ŽƌŐĂŶŝƐĂƚŝŽŶĂůůǇĂŶĚ
ĞǆƉĞƌŝĞŶƚŝĂůůǇ ?  ? ? ? ? ? P  ? ? ? ? ? ŝŽŵĞĚŝĐĂůůǇ ? ŶĞŝƚŚĞƌ ŶŽƌŵĂůŝƚǇ  ĚŝƐĞĂƐĞ ŝƐ
confirmed. Organisationally, the individual does not belong in the context of 
health or disease/treatment. Experientially, the abnormal result creates 
uncertainty and ambiguity, as the women expect to be told they are healthy. 
 
The last paper reported a UK study on how users of a cancer genetics service 
make sense of their genetic risk estimate and integrate it into their lives (Scott 
et al. 2005). Semi-structured interviews were conduĐƚĞĚ ǁŝƚŚ  ‘ĐůŝĞŶƚƐ ? ǁŚŽ
had been referred to the service. Scott et al. ĚĞƐĐƌŝďĞĚĂƐŚŝĨƚŝŶĨŽĐƵƐ ‘ĨƌŽŵ
ƚŚĞĂĐƚƵĂůƚŽƚŚĞƉŽƚĞŶƚŝĂůƉƌĞƐĞŶĐĞŽĨĚŝƐĞĂƐĞ ?ǁŚŝĐŚĐƌĞĂƚĞĚĂŶĞǁĐĂƚĞŐŽƌǇ
ŽĨ  ‘ďĞŝŶŐ-at-ƌŝƐŬ ? ĂŶĚ ƐƵďƐĞƋƵĞŶƚ ŶĞǁ ƐŽĐŝĂů ŝĚĞŶƚŝƚǇ  ? ? ? ? ? P  ? ? ? ? ? dŚŝƐ
position, as described in Forss et al. ?ƐƐƚƵĚǇ ?ƌĞƐƵůƚƐŝŶƚŚĞŝŶĚŝǀŝĚƵĂůŽĐĐƵƉǇŝŶŐ
Ă ƵŶŝƋƵĞ ƉŽƐŝƚŝŽŶ ŝŶ ƚŚĞ ŚĞĂůƚŚĐĂƌĞ ƐǇƐƚĞŵ ĂƐ ƚŚĞǇ ĂƌĞ ƐŝƚƵĂƚĞĚ ŝŶ  ‘Ă
ŶĞƚŚĞƌǁŽƌůĚ ďĞƚǁĞĞŶ ŚĞĂůƚŚǇ ĂŶĚ ƚŚĞ ĂĨĨůŝĐƚĞĚ ?  ? ? ? ? ? P   ? ? ? ? ? ŽĐĐƵƉǇŝŶŐ Ă
 ‘ƉŽƚĞŶƚŝĂů  “ƐŝĐŬƌŽůĞ ? ?  ? ? ? ? ? P 1872) not dissimilar to Forss ĞƚĂů ? ?Ɛ  ‘ƉŽƚĞŶƚŝĂůůǇ
ƵŶŚĞĂůƚŚǇ ? ? dŚĞŝƌ ƐƚĂƚƵƐ ŝƐ ƵŶĐůĞĂƌ ĂŶĚ ĂŵďŝŐƵŽƵƐ ĂŶĚ ? ĂƐ Ă ƌĞƐƵůƚ ? ƚŚĞǇ ĂƌĞ
 ‘ĚĞŶŝĞĚĂĐĐĞƐƐƚŽƚŚĞƉƌŝǀŝůĞŐĞƐŽĨďŽƚŚƚŚĞƵŶǁĞůůĂŶĚƚŚĞŚĞĂůƚŚǇ ? ?^ĐŽƚƚet 
al. 2005: 1872).  
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Table 4.2: Liminality papers included for review 
Author(s) 
 
Year Country Cancer-type Survivorship phase Aims Methods Sample 
Luxford 2003 Australia Benign breast 
disease 
Pre-cancer Explore how the experience of 
benign breast disease and risk 
disrupts relationship with 
self/body 
 
Qualitative  W discursive 
analysis and case study 
n=1 
Forss et al. 2004 Sweden Cervical cancer Pre-cancer 
(screening) 
Explore the experience of 
receiving notification of an 
abnormal smear result 
 
Qualitative - open-
ended interviews 
n=30 
Scott et al. 2005 UK Users of cancer 
genetics service 
Pre-cancer 
(screening) 
Explore how people deemed 
at familial risk of cancer 
integrate that knowledge into 
their lives 
 
Qualitative - semi-
structured interviews 
n=58  
Navon & Morag 2004 Israel Prostate Treatment Explore the disruption 
experienced following 
hormone therapy for 
advanced prostate cancer 
 
Qualitative - in-depth 
interviews 
n=15 
Gray et al. 2005 Canada Prostate Treatment Explore men's experiences of 
receiving ADT, how hormone 
therapy affected identity 
Qualitative - open-
ended interviews 
n=12 
Little et al. 1998 Australia Colorectal Diagnosis  W long-
term survivorship  
Explore the subjective 
experience of cancer 
Qualitative - narrative 
interviews 
n=10 
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Author(s) 
 
Year Country Cancer-type Survivorship phase Aims Methods Sample 
Thompson 2007 USA Ovarian Diagnosis - early 
survivorship  
(Up to 2 years post-
diagnosis) 
Explore the applicability of 
liminality to describe the 
experience of ovarian cancer 
survivors 
 
 
Qualitative, semi-
structured interviews 
n=9 
Cayless et al. 2010 UK Prostate Diagnosis  W 1 year 
post-diagnosis 
Explore applicability of 
liminality & biographical 
disruption to explain 
experiences of prostate 
cancer 
Qualitative, 
longitudinal study. 
Semi-structured 
interviews 
n=66 
Crouch & 
McKenzie 
2000 Australia Breast Post-treatment: 2 to 
20 years post-
treatment 
Explore experiences of social 
interaction post-mastectomy 
Qualitative, in-depth 
interviews 
n= 7 
McKenzie 2004 Australia Various Post-treatment  W at 
least 2 years post-
diagnosis 
Explore the impact fear of 
recurrence (on the part of the 
survivor) and fear of cancer 
(on the part of those close to 
them) has on social 
interaction.  
Qualitative, in-depth 
interviews 
n=15 
 
  
  105  
Experiences of hormone therapy  
 
Navon and Morag (2004) investigated the impact of hormone therapy on 
advanced prostate cancer patients in Israel by conducting a qualitative study 
with fifteen men receiving treatment. They found that the men live an 
ambiguous existence, highlighted by a series of contradictions, which leads to 
 ‘ďŝŽŐƌĂƉŚŝĐĂůĚŝƐƌƵƉƚŝŽŶ ?(Bury 1982). For example, hormone therapy allowed 
these men to recover, but without a corresponding sense of wellbeing. They 
ƐƚŝůůŚĂǀĞĂ ‘ďĂƐŝĐŵĂƐĐƵůŝŶĞƐĞůĨ-ŝĚĞŶƚŝĨŝĐĂƚŝŽŶ ? ?ďƵƚƚŚŝƐŝƐĐŽƵŶƚĞƌĞĚďǇ ‘ďŽĚŝůǇ
ĨĞŵŝŶŝƐĂƚŝŽŶ ? ƐƵĐŚ ĂƐ ĚĞǀĞůŽƉŝŶŐ ďƌĞĂƐƚƐ ĂŶĚ ŚŽƚ ĨůƵƐŚĞƐ ? dŚĞ ĂƵƚŚŽƌƐ
ĐŽŶĐůƵĚĞĚ ƚŚĂƚ  ‘ĐŽŶĐƵƌƌĞŶƚ ĐŽŶƚƌĂĚŝĐƚŽƌǇ ƉƌŽĐĞƐƐĞƐ ŽĨ ŶŽƌŵĂůŝƐĂƚŝŽŶ ĂŶĚ
ĚĞǀŝĂŶƚŝƐĂƚŝŽŶŚĂǀĞƐƵďũĞĐƚĞĚ ?ƚŚĞƐĞŵĞŶ ?ƚŽĂƐƚĂƚĞŽĨůŝŵŝŶĂůŝƚǇ ?ǁŚŝĐŚůĞĂĚƐ
ƚŽ  ‘Ěifficulty in classifying themselves into culturally available categories of 
able-bodiedness, sex, gender, marital status and social membership that 
ŶŽƌŵĂůůǇ ƉƌŽĚƵĐĞ ƚŚĞ ƐĞŶƐĞ ŽĨ ŝĚĞŶƚŝƚǇ ?  ?EĂǀŽŶ ĂŶĚ DŽƌĂŐ ?  ? ? ? ? P  ? ? ? ? ? ?
Navon and Morag suggested that the gaƉ ďĞƚǁĞĞŶ  ‘ŶŽƌŵĂů ? ĂŶĚ  ‘ĚĞǀŝĂŶƚ ?
experiences widens over time; reinforcing the unclassifiability of these men 
and cementing their liminal status to the extent that participants feel they are 
 ‘ŶŽƚƚĞŵƉŽƌĂƌŝůǇƵŶĐůĂƐƐŝĨŝĞĚďƵƚƉĞƌŵĂŶĞŶƚůǇƵŶĐůĂƐƐŝĨŝĂďůĞ ? ? ? ?04: 2344). 
 
Gray et al. (2005) also conducted a qualitative study exploring experiences of 
twelve men receiving androgen deprivation therapy (ADT) for prostate cancer, 
ĂŶĚ ŝƚƐ ŝŵƉĂĐƚŽŶ ŝĚĞŶƚŝƚǇ ?ƐƌĞƉŽƌƚĞĚ ŝŶEĂǀŽŶĂŶĚDŽƌĂŐ ?ƐƐƚƵĚǇ ?'ƌĂǇet 
al. suggesteĚ ƚŚĂƚ dŚĂƐ ƚŚĞ ƉŽƚĞŶƚŝĂů ƚŽ ƚŚƌĞĂƚĞŶ ŵĞŶ ?Ɛ ŐĞŶĚĞƌŝĚĞŶƚŝƚǇ ?
with side effects of treatment such as hot flushes and developing breasts 
ďƌŝŶŐŝŶŐƚŚĞŵ ‘ŝŶƚŽƚŚĞŽƌďŝƚŽĨǁŽŵĞŶ ?ƐĞǆƉĞƌŝĞŶĐĞ ? ? ? ? ? ? P ? ? ? ? ? ?'ƌĂǇet al. 
explored how this could be construed as  ‘ůŝŵŝŶĂů ? ? ĂƐ ŵĞŶ ĨŝŶĚ ƚŚĞŵƐĞůǀĞƐ
 ‘ƐƚƌĂĚĚůĞĚ ďĞƚǁĞĞŶ ƚŚĞ ƚǁŽ ĐĂƚĞŐŽƌŝĞƐ ŽĨ ŐĞŶĚĞƌ ?  ? ? ? ?  P  ? ? ? ? ? ? ,ŽǁĞǀĞƌ ?
men refuse this liminality, either because they feel their sense of masculinity 
has not changed as a result of treatment or because they seek to retain a 
strong sense of masculinity (taking part in sports, doing physical work, etc.) 
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Yet, maintaining a strong sense of masculine identity is difficult for those who 
perceive an association between masculinity and sexual function. Men spoke 
of the impact ADT has on their sexuality, including loss of libido and erectile 
dysfunction. Gray et al. concluded that this, alongside a lack of suitable sexual 
ƌĞŚĂďŝůŝƚĂƚŝŽŶ ŝŶƚĞƌǀĞŶƚŝŽŶƐ ?  ‘ŵĂŬĞ ŝƚ ĚŝĨĨŝĐƵůƚ ƚŽ ĂĚĞƋƵĂƚĞůǇ ƐƵƉƉŽƌƚ ŵĞŶ ?Ɛ
ĚĞƐŝƌĞƚŽƌĞŵĂŝŶŵĂƐĐƵůŝŶĞ ? ? ? ? ? ?: 2762), thus rendering them liminal. 
 
Experiences across the cancer trajectory 
 
Little et al. (1998) undertook narrative interviews with ten colorectal cancer 
patients, three months to twelve years post-colectomy, and concluded that 
liminality is a useful concept to describe the cancer experience of these 
patients. However, their conceptualisation of liminality differs to that of van 
'ĞŶŶĞƉ ?Ɛ ƌŝƚĞƐ ŽĨ ƉĂƐƐĂŐĞ ŵŽĚĞů ? dŚĞ ƵŶĐĞƌƚĂŝŶƚǇ ĂŶĚ ƉŽƐƐŝďŝůŝƚǇ ŽĨ ĐĂŶĐĞƌ
recurrence means individuals are effectively trapped between two social 
states: health and illness (Little et al. 1998). As a result, individuals with cancer 
enter a state of liminality that persists for the rest of their life. Little et al. 
ƐƵŐŐĞƐƚĞĚ ůŝŵŝŶĂůŝƚǇ ŝƐ ĞǆƉĞƌŝĞŶĐĞĚ ŝŶ ƚǁŽ ƉŚĂƐĞƐ P  ‘ĂĐƵƚĞ ? ĂŶĚ  ‘ƐƵƐƚĂŝŶĞĚ ? ?
 ‘ĐƵƚĞ ? ůŝŵŝŶĂůŝƚǇ ďĞŐŝŶƐ Ăƚ ĚŝĂŐŶŽƐŝƐ ĂŶĚ ŝƐ ĐŚĂƌĂĐƚĞƌŝƐĞĚ ďǇ ĚŝƐŽƌŝĞŶƚĂƚŝŽŶ ?
loƐƐŽĨĐŽŶƚƌŽůĂŶĚƵŶĐĞƌƚĂŝŶƚǇ ? ‘^ƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇĨŽůůŽǁƐƚŚĞĂĐƵƚĞƉŚĂƐĞ
ĂĨƚĞƌ ĂŶ ŝŶĚĞƚĞƌŵŝŶĂƚĞ ƉĞƌŝŽĚ ŽĨ ƚŝŵĞ ĂŶĚ ŝƐ ĂŶ  ‘ĂĚĂƉƚŝǀĞ ? ĞŶĚƵƌŝŶŐ ƉŚĂƐĞ ?
characterised by a search for meaning and challenges to identity (1998: 1492).  
 
Little et al. (1998) also identified three themes that represent the subjective 
ĞǆƉĞƌŝĞŶĐĞ ŽĨ ƚŚĞƐĞ ĐŽůŽƌĞĐƚĂů ĐĂŶĐĞƌ ƉĂƚŝĞŶƚƐ P  ‘ĐĂŶĐĞƌ ƉĂƚŝĞŶƚŶĞƐƐ ? ?
 ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞ ĂůŝĞŶĂƚŝŽŶ ĨƌŽŵ ƐŽĐŝĂů ĨĂŵŝůŝĂƌƐ ? ? ĂŶĚ  ‘ďŽƵŶĚĞĚŶĞƐƐ ? ? dŚĞǇ
ĂƌŐƵĞĚƚŚĂƚƚŚĞƐĞ  ‘ĞůĞŵĞŶƚƐ ?ĂůƐŽĞŶĐŽŵƉĂƐƐĞǆƉĞƌŝĞŶĐĞs of liminality. Little 
et al.  ? ? ? ? ? ? ƐƵŐŐĞƐƚĞĚ Ăůů ƚŚƌĞĞ  ‘ĞůĞŵĞŶƚƐ ? ĂƌĞ ĞǀŝĚĞŶƚ ĂĐƌŽƐƐ ƚŚĞ ĐĂŶĐĞƌ
ƚƌĂũĞĐƚŽƌǇďƵƚƚŚĞŝƌƐĂůŝĞŶĐĞǀĂƌŝĞƐŝŶƌĞůĂƚŝŽŶƚŽƚŝŵĞƐŝŶĐĞĚŝĂŐŶŽƐŝƐ ? ‘ĂŶĐĞƌ
ƉĂƚŝĞŶƚŶĞƐƐ ? ƌĞĨĞƌƐ ƚŽ ƚŚĞ  ‘ƉĞƌƐŝƐƚĞŶƚ ŝĚĞŶƚŝĨŝĐĂƚŝŽŶ ? ĂƐ Ă ĐĂŶĐĞƌ ƉĂƚŝĞŶƚ ? 
regardless of time since treatment (Little et al. 1998: 1486). However, some 
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ŝŶĚŝǀŝĚƵĂůƐ  ‘ŐŽ ŽƵƚ ŽĨ ƚŚĞŝƌ ǁĂǇ ƚŽ ĚĞŶǇ ĂŶǇ ƐĞŶƐĞ ŽĨĐĂŶĐĞƌ ƉĂƚŝĞŶƚŶĞƐƐ ?
(1998: 1487).  ‘ŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ?ŽĐĐƵƌƐǁŚĞŶŝŶĚŝǀŝĚƵĂůƐǁŝƚŚĐĂŶĐĞƌ
are unable communicate the nature of their experience to those close to 
them, because they have not been through the experience themselves (Little 
et al. 1998). Also, a sense of isolation is sometimes felt by cancer patients, as 
Ă ƌĞƐƵůƚ ŽĨ ƐŽĐŝĂů ĞǆƉĞĐƚĂƚŝŽŶƐƉůĂĐĞĚ ŽŶ ƚŚĞŵ ƚŽ ŐĞƚ  ‘ďĂĐŬ ƚŽ ŶŽƌŵĂů ? ĂĨƚĞƌ
treatment (Little et al. 1998). The inability to share experiences with those 
ĐůŽƐĞ ƚŽ ƚŚĞŵ ŵĞĂŶƐ  ‘ŵŽƐƚ ƉĂƚŝĞŶƚƐ ƌĞĐŽŐŶŝƐĞĚ ? ? ? ?ƚŚĞǇ  ĐŽƵůĚ ŽŶůǇ ƌĞůĂƚĞ
directly and with belief to those who had undergone similar ĞǆƉĞƌŝĞŶĐĞƐ ?
(Little et al.  ? ? ? ? P  ? ? ? ? ? ? dŚĞ ĞůĞŵĞŶƚ ŽĨ  ‘ďŽƵŶĚĞĚŶĞƐƐ ? ƌĞĨĞƌƐ ƚŽŚŽǁ ƚŚĞ
ŝŶĚŝǀŝĚƵĂů ?Ɛ ƐŽĐŝĂů ǁŽƌůĚ  ‘ĐŽŶƚƌĂĐƚƐ ? ƚŚƌŽƵŐŚ ĂǁĂƌĞŶĞƐƐŽĨ ůŝŵŝƚƐ ƚŽ ƐƉĂĐĞ ?
time, power and social functioning as a result of cancer (Little et al. 1998). 
Survivors may experience a greater awareness of their own mortality, which 
instils a sense of uncertainty about the future (1998: 1488). 
 
Thompson (2007) conducted interviews with nine women living with stage 
three ovarian cancer, the majority of whom had been diagnosed within the 
previous two years. She applied the concept of liminality as described by Little 
et al. (1998) to explore whether it reflected the experience of women with 
ŽǀĂƌŝĂŶĐĂŶĐĞƌ ?KǀĞƌĂůů ?dŚŽŵƉƐŽŶ ?ƐĨŝŶĚŝŶŐƐƐƵƉƉŽƌƚĞĚƚŚĞĂƐƐĞƌƚŝŽŶƚŚĂƚƚŚĞ
cancer experience is a liminal one. However, she suggested a different kind of 
liminal experience to that described by Little et al ?  ? ? ? ? ? ? ?ĂƌŐƵŝŶŐ ƚŚĂƚ  ‘ƚŚĞ
liminal experience was often generative in nature, rather than being solely 
ůŝŵŝƚŝŶŐŽƌ ĐŽŶƐƚƌŝĐƚŝŶŐ ?  ? ? ? ?7: 345). Thompson reported how women in her 
ƐƚƵĚǇ  ‘ƵƐĞĚ Ă ůŝŵŝŶĂů ĞǆƉĞƌŝĞŶĐĞ ĚŝĨĨĞƌĞŶƚůǇ ?  ? ? ? ? ? P  ? ? ? ? ? /Ŷ ƉĂƌƚŝĐƵůĂƌ ? ƚŚĞ
ĞůĞŵĞŶƚ ŽĨ  ‘ďŽƵŶĚĞĚŶĞƐƐ ? ǁĂƐ ŝŶƚĞƌƉƌĞƚĞĚ ĚŝĨĨĞƌĞŶƚůǇ ? ǁŝƚŚ dŚŽŵƉƐŽŶ
highlighting how, in contrast to Little et al. ?Ɛ ƐĞŶƐĞ ŽĨ  ‘ďŽƵŶĚĞĚŶĞƐƐ ? ? ǁŚŝĐŚ
ŝŵƉůŝĞƐ ůŝŵŝƚƐ ?  ‘ďŽƵŶĚĞĚŶĞƐƐ ? ĐĂŶ  ‘ĐĂƚĂƉƵůƚ ĂŶ ŝŶĚŝǀĚƵĂů ŝŶƚŽ ŵĞĂŶŝŶŐĨƵů
ƉŽƐŝƚŝǀĞĐŚĂŶŐĞ ?  ?dŚŽŵƉƐŽŶ  ? ? ? ? P  ? ? ? ? ?dŽ ƚŚŝƐĞǆƚĞŶƚ ?dŚŽŵƉƐŽŶ ?Ɛ ĨŝŶĚŝŶŐƐ
Ĩŝƚ ŵŽƌĞ ĐůŽƐĞůǇ ǁŝƚŚ ǀĂŶ 'ĞŶŶĞƉ ĂŶĚ dƵƌŶĞƌ ?Ɛ ŽƌŝŐŝŶĂů ƚŚĞŽƌŝƐĂƚŝŽŶƐ ŽĨ
liminality as part of a process of transformation.  
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dŚŽŵƉƐŽŶƌĞƉŽƌƚĞĚƚǁŽĨŽƌŵƐŽĨ ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ? ?dŚĞĨŝƌƐƚƌĞůĂƚĞĚ
ƚŽ ǁŽŵĞŶ ?Ɛ ŝŶĂďŝůŝƚǇ ƚŽ ƐŚĂƌĞ ƚŚĞŝƌ ĞǆƉĞƌŝĞŶĐĞƐ ǁŝƚŚƚŚŽƐĞ ĐůŽƐĞ ƚŽ ƚŚĞŵ ?
because those close to them had not been through something similar (as per 
Little et al. ?ƐĐŽŶĐĞƉƚƵĂůŝƐĂƚŝŽŶ ? ?dŚĞƐĞĐŽŶĚƌĞůĂƚĞĚƚŽĂŶŝŶĂďŝůŝƚǇŽŶƚŚĞƉĂƌƚ
of the survivor to articulate their experiences due to the emotional and 
physical impact of treatment (Thompson 2007). Adding to Little et al. ?ƐǁŽƌŬ ?
Thompson reported that women can only articulate their experiences if they 
have a receptive person to communicate with. Therefore, to overcome this 
 ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ? ?ƚŚĞǇĂĐƚŝǀĞůǇƐĞĞŬŽƵƚŽƚŚĞƌǁŽŵĞŶǁŝƚŚŽǀĂƌŝĂŶ
cancer whom they perceiǀĞ ŚĂǀĞ Ă  ‘ĐĂƉĂĐŝƚǇ ƚŽ ŚĞĂƌ ĂƐ ǁĞůů ĂƐ ƉƌŽǀŝĚĞ
ƌĞĐŽŐŶŝƚŝŽŶ ?  ? ? ? ? ? P  ? ? ? ? ? tŚŝůƐƚ ƚŚŝƐ ĨŝŶĚŝŶŐ ŝƐ ŝŵƉŽƌƚĂŶƚ ? ŝƚ ĂůƐŽ ŚŝŐŚůŝŐŚƚƐĂ
ůŝŵŝƚĂƚŝŽŶ ƚŽ dŚŽŵƉƐŽŶ ?Ɛ ƐƚƵĚǇ ? tŽŵĞŶ ǁĞƌĞ ƌĞĐƌƵŝƚĞĚ ƚŽ ƚŚĞ ƐƚƵĚǇ ǀŝĂ
support groups, which could imply a predisposition to seeking this type of 
ƐƵƉƉŽƌƚ ? dŚŽŵƉƐŽŶ  ? ? ? ? ? ? ďĂƌĞůǇ ƚŽƵĐŚĞĚ ŽŶ ƚŚĞ ĞůĞŵĞŶƚ ŽĨ  ‘ĐĂŶĐĞƌ
ƉĂƚŝĞŶƚŶĞƐƐ ? ? ŽŶůǇ ďƌŝĞĨůǇ ĂůůƵĚŝŶŐ ƚŽ ƚŚĞ ĨĂĐƚ ƚŚĂƚ ǁŽŵĞŶ ĚŝĚ ŶŽƚ ŝĚĞŶƚŝĨǇ
themselves as cancer survivors. She concluded by agreeing with Little et al. ?Ɛ
assertion that the liminal state is a permanent one.  
 
Changing experiences of cancer over time 
 
Cayless et al. (2010) explored the utility of the concepts of liminality and 
biographical disruption (Bury 1982) ƚŽ ƵŶĚĞƌƐƚĂŶĚ ŵĞŶ ?Ɛ ĞǆƉĞƌŝĞŶĐĞ ŽĨ
prostate cancer over the first year of illness. Ten men included in this 
longitudinal, qualitative study were interviewed at three time points: at 
diagnosis, during treatment and in follow-up. Cayless et al. concluded, as did 
Navon and Morag (2004) and Gray et al. (2005), that prostate cancer causes 
ĚŝƐƌƵƉƚŝŽŶ ƚŽ ŵĞŶ ?Ɛ ŵĂƐĐƵůŝŶĞ ŝĚĞŶƚŝƚǇ ? /Ŷ ƉĂƌƚŝĐƵůĂƌ ? ƚŚĞ ŝŵƉĂĐƚ ŽĨ ƉŚǇƐŝĐĂů
side effects (on social life, body image, sexual function and relationships) and 
disruption to future plans influenced the level of disruption felt (Cayless et al. 
2010) ? dŚĞ  ‘ďĞƚǁŝǆƚ ĂŶĚ ďĞƚǁĞĞŶ ? ƉŽƐŝƚŝŽŶ ŽĨ ƐŽŵĞ ŽĨ ƚŚĞƉĂƌƚŝĐŝƉĂŶƚƐ ǁĂƐ
particularly evident in discussions regarding disrupted futures, with 
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uncertainty about the possibility of recurrence affecting forward planning. 
Even men with a good prognosis had concerns about whether cancer would 
return; this disrupted their future plans, resulting in uncertainty and 
ambiguity, and thus liminality (Cayless et al. 2010). 
 
Post-treatment cancer survivorship 
 
I identified two studies on experiences of survivors at least two years post-
diagnosis (Crouch and McKenzie 2000, McKenzie 2004), drawn together in 
subsequent papers by the authors (McKenzie and Crouch 2004, Crouch and 
McKenzie 2006). The authors explored the impact cancer and fear of 
recurrence (on the part of the survivor) and fear of cancer (on the part of 
those close to them) has on social interaction.  
 
McKenzie and Crouch highlighted the sense of separation survivors can feel 
ĨƌŽŵ ƚŚĞŝƌ ƐŽĐŝĂů ǁŽƌůĚ ĂƐ Ă ƌĞƐƵůƚ ŽĨ ďĞŝŶŐ  ‘ƉĞƌŵĂŶĞŶƚůǇ ďƌĂŶĚĞĚ ďǇ ƚŚĞ
ĚŝƐĞĂƐĞ ?  ? ? ? ? ? P  ? ? ? ? ? ĞǆƉůŽƌŝŶŐ ǁŚĂƚ ƚŚĞǇ ƌĞĨĞƌƌĞĚ ƚŽ ĂƐ  ‘ŝŶƚĞƌƉĞƌƐŽŶĂů
ĞŵŽƚŝŽŶĂů ĚŝƐƐŽŶĂŶĐĞ ?  ? ? ? ? ? P  ? ? ? ? ǁŝƚŚ ƌĞƐƉĞĐƚ ƚŽ ƵƌǇ ?Ɛ  ? ? ? ? ? ? ƚŚĞŽƌǇ ŽĨ
biographical disruption and Little et al ? ?Ɛ  ? ? ? ? ? ? ĐŽŶĐĞƉƚ ŽĨ ůŝŵŝŶĂůŝƚǇ ?
DĐ<ĞŶǌŝĞ ĂŶĚ ƌŽƵĐŚ ƐƵŐŐĞƐƚĞĚ ƐƵƌǀŝǀŽƌƐ ůŝǀĞ ŝŶ Ă ǁŽƌůĚ ŽĨ  ‘ĚŝƐƐŽŶĂŶƚ
iŶƚĞƌĂĐƚŝŽŶƐ ?  ? ? ? ? ? P  ? ? ? ? ǁŚĞƌĞ ƚŚĞǇ ĐĂŶŶŽƚ ĞǆƉƌĞƐƐŚŽǁ ƚŚĞǇ ƌĞĂůůǇ ĨĞĞů ?
because of societal emphasis on turning away from death and a focus instead 
on positivity and uplifting stories about cancer. Survivors risk becoming the 
 ‘ĞŵŽƚŝŽŶĂů ĐĂƌĞƌ ? ? ĂƐ ƚŚĞǇ ŝŶvest psychological effort to alter their feelings, 
ƌĞŵĂŝŶ ƉŽƐŝƚŝǀĞ ĂŶĚ ĂƉƉĞĂƌ  ‘ŶŽƌŵĂů ? ƚŽ ŵĂŝŶƚĂŝŶ ĐůŽƐĞ ƌĞůĂƚŝŽŶƐŚŝƉƐ ĂŶĚ
protect those close to them (McKenzie and Crouch 2004). However, due to 
the uncertainty created by the risk and fear of recurrence, which can leave 
ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐ ‘ƉƌŽĨŽƵŶĚůǇŽĐĐƵƉŝĞĚ Weven many years after diagnosis and 
ƚƌĞĂƚŵĞŶƚ ?  ?ƌŽƵĐŚ ĂŶĚ DĐ<ĞŶǌŝĞ ?  ? ? ? ? P  ? ? ? ? ? ƐƵƌǀŝǀŽƌƐ ĨŝŶĚ ƚ ĚŝĨĨŝĐƵůƚ ƚŽ
maintain ƚŚĂƚ ƉŽƐŝƚŝǀŝƚǇ ? dŚŝƐ ƉƌĞƚĞŶĐĞ ůĞĂĚƐ ƚŽ Ă  ‘ŵŝƐŵĂƚĐŚ ?ďĞƚǁĞĞŶ ƚŚĞ
feelings of the survivor and their loved ones, which can lead to isolation and 
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leave survivors unable to share their existential concerns (Crouch and 
McKenzie 2006). 
 
/Ŷ DĐ<ĞŶǌŝĞ ĂŶĚ ƌŽƵĐŚ ?Ɛ ƌĞƐĞĂƌĐŚ ? ůŝŵŝŶĂůŝƚǇ ĞŵĞƌŐĞĚĂƐ Ă ƉĞƌƚŝŶĞŶƚ
framework, providing insights into the ways in which survivors find 
ƚŚĞŵƐĞůǀĞƐ  ‘ŽŶ ƚŚĞ ŵĂƌŐŝŶƐ ŽĨ ĞǀĞƌǇĚĂǇ ůŝĨĞ ?  ? ? ? ? ? P    ? ? P  ‘ŽŶĨŝŶĞĚ ƚŽ Ă
borderline condition between well and unwell, surviving and being 
threatened, cancer survivors must endure the indeterminacy of both their 
lives and their social personae. It is from in this liminal space that our 
ƌĞƐƉŽŶĚĞŶƚƐ ŝŶƚĞƌĂĐƚ ǁŝƚŚ ƚŚĞŝƌ ƐŽĐŝĂů ĞŶǀŝƌŽŶŵĞŶƚ ? ?ƌŽƵĐŚ ĂŶĚ DĐ<ĞŶǌie, 
2006: 494). Through their analysis, Crouch and McKenzie (2006) offered new 
insights into Little et al. ?Ɛ  ? ? ? ? ? ? ůŝŵŝŶĂůŝƚǇ ? ƐƵŐŐĞƐƚŝŶŐ ƐƵƌǀŝǀŽƌƐ ŵĂǇ
ĞǆƉĞƌŝĞŶĐĞƚŚƌĞĞůŝŵŝŶĂůƉŚĂƐĞƐ ?ŶŽƚũƵƐƚƚŚĞƚǁŽ ? ‘ĂĐƵƚĞ ?ĂŶĚ ‘ƐƵƐƚĂŝŶĞĚ ? ?ƉƵƚ
forward by Little et al. (1998). The third phase begins five years or more post-
diagnosis (i.e. long-ƚĞƌŵ ƐƵƌǀŝǀŽƌƐŚŝƉ ? ?  ‘ƚƌĂŶƐĐĞŶĚŝŶŐ ?  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ
(Crouch and McKenzie, 2006: 495). It is during this third phase that survivors 
ĞǆƉĞƌŝĞŶĐĞ  ‘ƐŽŵĞ ƐĞĐƵƌŝƚǇ ĂŶĚ ďĞĐŽŵĞ ŵŽƌĞ ůŝŬĞ  “ŽƌĚŝŶĂƌǇ ƉĞŽƉůĞ ? ?  ? ? ? ? ? P
 ? ? ? ? ?tŚŝůƐƚŶŽƚĂůůƐƵƌǀŝǀŽƌƐǁŝůůƌĞĂĐŚƚŚŝƐƚŚŝƌĚƐƚĂŐĞ ?ŵŽƐƚ ‘ǇĞĂƌŶ ?ĨŽƌŝƚ ‘ĂŶĚ
ŝŵĂŐŝŶĞƚŚĞŵƐĞůǀĞƐŝŶŚĂďŝƚŝŶŐĂĚŝĨĨĞƌĞŶƚƐƚĂƚĞŝŶƚŚĞĨƵƚƵƌĞ ? ? ? ? ? ? P ? ? ? ? ?
 
Discussion 
 
dŚŝƐ ƉĂƌƚ ŽĨ ƚŚĞ ƌĞǀŝĞǁ ŚĂƐ ƉƌĞƐĞŶƚĞĚ ĂŶ ŽǀĞƌǀŝĞǁ ŽĨ ǀĂŶ 'ĞŶŶĞƉ ?Ɛ ƌŝƚĞƐ ŽĨ
passage, in particular, the liminal phase. This was followed by a critical review 
of the application of liminality to the cancer experience, including a synthesis 
of research that has utilised liminality to explore the cancer experience. The 
aim was to bring together research that has utilised, or drawn upon, 
liminality, in order to explore its utility and applicability for understanding 
experiences of long-term cancer survivorship.  
 
  
  111  
dŚĞ ƌŝƚĞƐ ŽĨ ƉĂƐƐĂŐĞ ŵŽĚĞů ŚĂƐ ĚĞǀĞůŽƉĞĚ ĨƌŽŵ ǀĂŶ 'ĞŶŶĞƉ ?Ɛ ĨŽĐƵƐ ŽŶ ƚŚĞ
ritual and ceremony of age-related transitions in traditional societies to 
dƵƌŶĞƌ ?Ɛ ĐŽŶƚĞŵƉŽƌĂƌǇ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŽĨ ĂŶ ŝŶĚŝǀŝĚƵĂů ?Ɛ ŵŽǀĞŵĞŶƚ ŝŶƚŽ Ă
newly ascribed status, state or level of consciousness. The liminal phase is 
now applied in situations that go beyond purely ritual context. Societies are 
more complex today, and diversity of context must be considered if we are to 
understand contemporary liminal beings.  
 
However, broadly speaking, in the liminal phase, people find themselves 
 ‘ďĞƚǁŝǆƚ ĂŶĚ ďĞƚǁĞĞŶ ƚŚĞ ŶŽƌŵĂů ? ĚĂǇ ƚŽ ĚĂǇ ĐƵůƚƵƌĂů ĂŶĚ ƐŽĐŝĂů ƐƚĂƚĞƐ ?
(Turner, 1979: 94 cited in Little et al., 1998: 1490). Being on the threshold, or 
ŵĂƌŐŝŶƐ ? ŽĨ ƐŽĐŝĞƚǇ ĐĂŶ ůĞĂĚ ƚŽ  ‘ĂŵďŝŐƵŝƚǇ ĂŶĚ ƉĂƌĂĚŽǆ ?  ?dƵƌŶĞƌ ?  ? ? ? ? P  ? ? ? ?
Indeed, the studies reviewed here highlight the contradiction and uncertainty 
felt by those living at different stages of the cancer trajectory, particularly 
ĚŝĂŐŶŽƐŝƐ ĂŶĚ ƚƌĞĂƚŵĞŶƚ  ? ‘ůŝǀŝŶŐ ǁŝƚŚ ? ĐĂŶĐĞƌ ? ĂŶĚ ƚŚĞƉĞƌŝŽĚ ĨŽůůŽǁŝŶŐ
ĐŽŵƉůĞƚŝŽŶŽĨĂĐƚŝǀĞƚƌĞĂƚŵĞŶƚ ? ‘ůŝǀŝŶŐƚŚƌŽƵŐŚ ?ĐĂŶĐĞƌ ? ? 
 
Little et al.  ? ? ? ? ? ? ƐŽƵŐŚƚ ƚŽ ĚĞǀĞůŽƉ dƵƌŶĞƌ ?Ɛ ĐŽŶĐĞƉƚƵĂůŝƐĂƚŝŽŶ ĨƵƌƚŚĞƌ ?
ĚĞůŝŶĞĂƚŝŶŐ  ‘ĞůĞŵĞŶƚƐ ? ŽĨ ƚŚĞ ůŝŵŝŶĂů ĞǆƉĞƌŝĞŶĐĞ ŝŶ ƚŚĞ ĐŽŶƚĞǆƚ ŽĨ ĐĂŶĐĞƌ ?
These elements have been supported, to some extent, by Thompson (2007). 
Little et al. (1998) also argue that the liminal state is a permanent one - that 
ŝŶĚŝǀŝĚƵĂůƐůŝǀĞŝŶĂƐƚĂƚĞŽĨ ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇƚŚĂƚƉĞƌƐŝƐƚƐƵŶƚŝůƚŚĞĞŶĚ-of-
ůŝĨĞ ?dŚŝƐŝƐŝŶĐŽŶƚƌĂƐƚƚŽǀĂŶ'ĞŶŶĞƉ ?Ɛ ? ? ? ? ? ?ŽƌŝŐŝŶĂů ‘ƌŝƚĞƐ ŽĨƉĂƐƐĂŐĞ ?ŵŽĚĞů
where those in the liminal phase ultimately transition out (reincorporate) into 
a higher social status. Whilst Navon and Morag (2004) and Thompson (2007) 
support Little et al ? ?ƐĂƐƐĞƌƚŝŽŶ ?ƌŽƵĐŚĂŶĚDĐ<ĞŶǌŝĞ  ? ? ? ? ? ? ƐƵŐŐĞƐƚĂ ƚŚŝƌĚ
phase ƚŚĂƚ ‘ƚƌĂŶƐĐĞŶĚƐ ? ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇĂŶĚŝƐĞǆƉĞƌŝĞŶĐĞĚďǇůŽŶŐ-term 
cancer survivors (those five years or more post-diagnosis). Crouch and 
DĐ<ĞŶǌŝĞ ?Ɛ ĐŽŶĐĞƉƚƵĂůŝƐĂƚŝŽŶ ŝƐ ĂŬŝŶ ƚŽ ǀĂŶ 'ĞŶŶĞƉ ?Ɛ ŽƌŝŐŝŶĂů ŵŽĚĞů ?
however, it appears to be somewhat aspirational for most long-term survivors 
ĂƐƚŚĞǇ ‘ǇĞĂƌŶ ?ƚŽŐĞƚďĂĐŬƚŽŶŽƌŵĂů ?ďƵƚŵĂǇŶŽƚƌĞĂĐŚƚŚŝƐƉŚĂƐĞ ? 
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Perhaps, as Hockey and James (1993) have discussed with reference to elderly 
people, marginality ŵŝŐŚƚ ďĞ Ă ďĞƚƚĞƌ ƚĞƌŵ ƚŚĂŶ ůŝŵŝŶĂůŝƚǇ ? ĂƐ  ‘ƵŶůŝŬĞ ƌŝtual 
ůŝŵŝŶĂƌƐ ?ŵĂƌŐŝŶĂůƐŚĂǀĞŶŽ “ĐƵůƚƵƌĂůĂƐƐƵƌĂŶĐĞŽĨĂĨŝŶĂů ?ƐƚĂďůĞƌĞƐŽůƵƚŝŽŶŽĨ
ƚŚĞŝƌ ĂŵďŝŐƵŝƚǇ ? ?  ?dƵƌŶĞƌ ?  ? ? ? ? P  ? ? ?cited in Hockey and James, 1993: 133-
134). Turner suggests that marginal individuals are simultaneously members 
of two or more groups whose social definitions and norms are distinct from, 
and often opposed to, one another. Marginal individuals use these groups in 
ĚŝĨĨĞƌĞŶƚ ǁĂǇƐ P ĨƌŽŵ ŽŶĞ ŐƌŽƵƉ ƚŚĞǇ ƐĞĞŬ  ‘ƵŶĨĞƚƚĞƌĞĚ ĞŵŽƚŝŽŶĂů ĐůŽƐĞŶĞƐƐ
 ?ĐŽŵŵƵŶŝƚĂƐ ? ? ĂŶĚ ƚŚĞ ŽƚŚĞƌ ƚŚĞǇ ƵƐĞ ĂƐ Ă  ‘ƐƚƌƵĐƚƵƌĂůƌĞĨĞƌĞŶĐĞ ƉŽŝŶƚ ?
(Hockey and James, 1993: 133). This could be the case for individuals living 
ĂĨƚĞƌĂĚŝĂŐŶŽƐŝƐŽĨĐĂŶĐĞƌ ?dŚĞŝƌƐƚƌƵĐƚƵƌĂůƌĞĨĞƌĞŶĐĞƉŽŝŶƚŝƐ ‘ŚĞĂůƚŚ ?ďƵƚƚŚĞǇ
ƐĞĞŬƵŶĚĞƌƐƚĂŶĚŝŶŐĨƌŽŵƚŚĞŝƌĐŽŵŵƵŶŝƚĂƐ ?ŽƚŚĞƌƐǁŚŽĂƌĞ ‘ƉŽƚĞŶƚŝĂůůǇŝůů ? ? ? 
 
Despite the apparent potential for liminality to facilitate our understanding of 
the cancer experience, the research presented has several limitations. Only a 
small number of studies have used liminality as a framework for 
understanding the cancer experience. Indeed, only four of the nine research 
teams explicitly employed liminality as an explanatory framework from the 
outset. Whilst a small body of evidence is emerging on experiences of breast 
and prostate cancer, other cancer-types generally do not feature in existing 
research. Only one study each on colorectal and ovarian cancer was 
identified, and studies that included a range of cancer types did not 
distinguish between them in the analysis. As such, we are limited in what can 
be said about the utility of liminality for exploring the experience of specific 
cancer-types.  
 
Whilst research has explored liminality and the experience of living with, and 
through, cancer, research has not specifically explored experiences of living 
beyond cancer i.e. long-teƌŵƐƵƌǀŝǀŽƌƐŚŝƉ  ?A?  ?ǇĞĂƌƐƉŽƐƚ-diagnosis). Little et 
al.  ? ? ? ? ? ? ?ƌŽƵĐŚĂŶĚDĐ<ĞŶǌŝĞ ? ? ? ? ? ?ĂŶĚDĐ<ĞŶǌŝĞ ?Ɛ ? ? ? ? ? ?ǁĞƌĞƚŚĞŽŶůǇ
researchers to include long-term survivors in their samples. In Little et al ? ?Ɛ
study, survivors were between three months and twelve years post-
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treatment, and in the Crouch and McKenzie (2000) and McKenzie (2004) 
studies, participants were between two and twenty years post-diagnosis. 
However, it is unclear how many of the participants were actually long-term 
survivors in these studies, as no breakdown of samples was presented. Whilst 
Little et al. ?Ɛ  ? ? ? ? ? ?ĂŶĂůǇƐŝƐĚŝƐƚŝŶŐƵŝƐŚĞĚďĞƚǁĞĞŶƚŚŽƐĞ ‘ĞĂƌůǇ ŝŶƚŚĞŝůůŶĞƐƐ
ĞƉŝƐŽĚĞ ? ĂŶĚ  ‘ůĂƚĞ ŝŶ ƚŚĞ ŝůůŶĞƐƐ ĞƉŝƐŽĚĞ ? ? ǁŚĂƚ ƚŚĞƐĞ ƉŚĂƐĞƐ ƌĞƉƌĞƐĞŶƚ ŝŶ
terms of time since diagnosis is unclear. As such, it is not possible to fully 
ascertain whether liminality is a pertinent framework for understanding 
experiences of long-term cancer survivorship.  
 
Summary and conclusions 
 
This review has demonstrated the utility of liminality as a framework for 
understanding the experience of living with, and through cancer (cancer risk, 
diagnosis, treatment and the period following the end of active treatment). 
However, gaps in the current evidence base mean that is not possible to 
conclude that liminality is a pertinent framework for understanding 
experiences of long-term cancer survivorship. This being said, findings from 
studies including long-term survivors (Little et al. 1998, Crouch and McKenzie 
2000, McKenzie 2004) suggest liminality does show utility and should 
therefore be explored further with this population.  
 
Avenues for future research might include exploring whether Little et al. ?Ɛ
 ? ? ? ? ? ?ƉŚĂƐĞŽĨ  ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇƌĞƉƌĞƐĞŶƚƐƚŚĞĞǆƉĞƌŝĞŶĐĞŽĨ ůŽŶŐ-term 
cancer survivorship or whether there is evidence of a third phase of liminality, 
that begins around five years post-diagnosis, as suggested by McKenzie and 
Crouch (2004). Indeed, returning to the assertion that survivorship is a 
process, McKenzie and Crouch (2004) have suggested survivors return, or at 
least aspire, to some sense of normality. As liminality research has not 
specifically explored the experiences of long-term survivors, there is value in 
ƌĞƚƵƌŶŝŶŐƚŽǀĂŶ'ĞŶŶĞƉ ?ƐŽƌŝŐŝŶĂůƌŝƚĞƐŽĨƉĂƐƐĂŐĞŵŽĚĞůƚŽĞǆƉůŽƌĞǁŚĞƚŚĞƌ
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long-term survivors reincorporate into society, rather than stay permanently 
trapped in an ambiguous state between health and illness.  
 
Further research to explore the salience of Little et al. ?Ɛ  ? ? ? ? ? ?  ‘ĞůĞŵĞŶƚƐ ?ŽĨ
ůŝŵŝŶĂůŝƚǇ  ? ‘ĐĂŶĐĞƌ ƉĂƚŝĞŶƚŶĞƐƐ ? ?  ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞ ĂůŝĞŶĂƚŝŽŶ ? ĂŶĚ
 ‘ďŽƵŶĚĞĚŶĞƐƐ ? ? ĚƵƌŝŶŐ ůŽŶŐ-term survivorship is recommended.  Research is 
also needed to gain a greater understanding of what it is like to live in a state 
ŽĨůŝŵŝŶĂůŝƚǇĂŶĚƚŚĞŝŵƉůŝĐĂƚŝŽŶƐŝƚŵĂǇŚĂǀĞŝŶƚŚĞĐŽŶƚĞǆƚŽĨƐƵƌǀŝǀŽƌƐ ?ĚĂŝůǇ
lives, and their wider life course. Findings from several studies have suggested 
the overall notion of liminality can be construed quite negatively. Yet, 
Thompson (2007) argues that liminality can actually lead to positive action, as 
originally described by Turner (1967). Therefore, the implications of liminality, 
be they positive (generative, transformative) or negative (constraining), 
warrant further exploration.  
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Chapter 5. Methodology and Methods 
 
Introduction 
 
In this chapter I outline, and seek to justify, the approach taken to explore 
experiences of long-term cancer survivorship. I discuss the philosophical 
underpinnings of the study, data collection and analytical procedures, and 
issues pertaining to quality in qualitative research. I draw on methodological 
literature, as well as personal reflections on the research process. 
 
Research objectives 
 
The study aimed to meet the following objectives: 
 
1. Describe the experience of long-term cancer survivorship 
a. ǆƉůŽƌĞŚŽǁƚŚĞĐŽŶĐĞƉƚŽĨ ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ?ŚĂƐďĞĞŶĐŽŶƐƚƌƵĐƚĞĚ
ŝŶ ƌĞůĂƚŝŽŶ ƚŽ ĐĂŶĐĞƌ ? ĂŶĚ ǁŚĂƚ  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ŵĞĂŶƐto those 
who are living five years or more post-treatment 
b. Explore the impact of cancer on daily living, self, outlook on life 
and relationships (the illness experience) 
 
2. Explore the utility of liminality as a framework for understanding the 
experience of long-term cancer survivorship 
a. ŽĞƐƚŚĞƐƚĂƚĞŽĨ ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇ(Little et al. 1998) reflect 
the long-term cancer survivorship experience?  
b. Do participants experience Little et al. ?Ɛ ? ? ? ? ? ? ‘ĞůĞŵĞŶƚƐ ?ŽĨ P 
i.  ‘ĂŶĐĞƌƉĂƚŝĞŶƚŶĞƐƐ ?
ii.  ‘ŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ?
iii.  ‘ŽƵŶĚĞĚŶĞƐƐ ?
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3. /ĨƉĂƌƚŝĐŝƉĂŶƚƐ ůŝǀĞ ŝŶĂƐƚĂƚĞŽĨ  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ ? explore possible 
reasons for this. What differentiates those who live in a state of 
 ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇĨƌŽŵƚŚŽƐĞǁŚŽĚŽŶŽƚ ? 
 
Summary of the research design 
 
A multiple-case study design was adopted. Data were collected through an 
initial narrative interview with thirteen participants who were five years or 
more post-treatment for cancer, followed by a semi-structured follow-up 
interview. Semi-structured interviews were also held with some of the 
ƉĂƌƚŝĐŝƉĂŶƚƐ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ? ŶĂůǇƐŝƐ ƚŽŽŬ Ă ŚŽůŝƐƚŝĐ-content approach 
(Lieblich et al. 1998), underpinned by the three-dimensional narrative inquiry 
space (Clandinin and Connelly 2000). dŚĞ ‘ƌĞƐƚŽƌǇŝŶŐ ?ŽĨ ŝŶĚŝǀŝĚƵĂůŶĂƌƌĂƚŝǀĞƐ
(Creswell 2007) was followed by a cross-case analysis. This explored 
similarities and differences across cases to describe experiences of long-term 
survivorship at the aggregate level (Stake 1995, Stake 2006). Finally, moving 
beyond description, I explored the utility of liminality (Little et al. 1998) as a 
framework for understanding experiences of long-term survivorship.  
 
Philosophical orientation 
 
Interpretivism  W realist vs. constructionist approaches 
 
Interpretivists seek to understand human behaviour (Benton and Craib 2001). 
I adopted this epistemological approach in this study. Within the interpretivist 
paradigm, research methods are diverse but, essentially, there are realist and 
constructivist approaches (Elliott 2005). Both are concerned with 
understanding experience, but a realist approach asserts that the social world 
ŝƐ  ‘ŽƵƚƚŚĞƌĞ ?ƚŽďĞŽďƐĞƌǀĞĚĂŶĚĚĞƐĐƌŝďĞĚ ?ǁŚŝůƐƚĂĐŽŶƐƚƌƵĐƚŝǀŝƐƚĂƉƉƌŽĂĐŚ
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ŵĂŝŶƚĂŝŶƐ ƚŚĂƚ ƚŚĞ ƐŽĐŝĂů ǁŽƌůĚ ŝƐ  ‘ŝŶ ƚŚĞ ŵĂŬŝŶŐ ?  ?ůůŝŽƚƚ ?  ? ? ? ? P  ? ? ? ĂŶĚ
therefore there are multiple realities. This iŵƉůŝĞƐƌĞůĂƚŝǀŝƐŵ ?  ‘ƚŚĞďĞůŝĞĨƚŚĂƚ
all points of view are context-dependent and of equal worth  W and therefore 
there are no context-independent criteria by means of which we can judge 
ďĞƚǁĞĞŶĚŝĨĨĞƌĞŶƚƉŽŝŶƚƐŽĨǀŝĞǁ ? ?ĞŶƚŽŶĂŶĚƌĂŝď ? ? ? ? ? P ? ? ? ? ? 
 
Hammersley argues that the realist-constructionist dichotomy is unhelpful. 
Realist ethnographers believe they are in the perfect position to discover the 
true nature of social reality as the methods they employ, such as participant 
ŽďƐĞƌǀĂƚŝŽŶ ? ĂůůŽǁ ƚŚĞŵ ƚŽ  ‘ŐĞƚ ĐůŽƐĞƌ ƚŽ ƐŽĐŝĂů ƌĞĂůŝƚǇ ? ƚŚĂŶ ŽƚŚĞƌ ŵĞƚŚŽĚƐ
(2002: 66). However, constructionist ethnographers believe that people 
ĐŽŶƐƚƌƵĐƚ ƚŚĞŝƌ ƐŽĐŝĂů ǁŽƌůĚ  ‘ďŽƚŚ ƚŚƌŽƵŐŚ ƚŚĞŝƌ ŝŶƚĞƌƉƌĞƚĂƚŝŽŶƐ ŽĨ ŝƚ ĂŶĚ
ƚŚƌŽƵŐŚƚŚĞĂĐƚŝŽŶƐďĂƐĞĚŽŶƚŚŽƐĞŝŶƚĞƌƉƌĞƚĂƚŝŽŶƐ ? ?,ĂŵŵĞƌƐůey, 2002: 67). 
People live in different social worlds and, as such, their worlds are 
 ‘ŝŶĐŽŵŵĞŶƐƵƌĂďůĞ ? ŝ ?Ğ ?ŽŶĞ ǁŽƌůĚ ĐĂŶŶŽƚďĞ ƚƌĞĂƚĞĚĂƐƐƵƉĞƌŝŽƌ ƚŽ ?Žƌ ƚƌƵĞƌ
than, another. Realists attempt to judge whether their findings are true or 
false with respect to a social reality that is independent of them, whilst 
constructionists accept there are multiple realities, none a truer 
ƌĞƉƌĞƐĞŶƚĂƚŝŽŶ ƚŚĂŶ ĂŶŽƚŚĞƌ ? ,ŽǁĞǀĞƌ ? ƌĞĂůŝƐŵ ? ŝŶ ,ĂŵŵĞƌƐůĞǇ ?Ɛ ǀŝĞǁ
 ‘ĂďĂŶĚŽŶƐ Q ŽŶĞ ŽĨ ƚŚĞ ŵŽƐƚ ǀĂůƵĂďůĞ ĨĞĂƚƵƌĞƐ ŽĨ ĞƚŚŶŽŐƌĂƉŚǇ P ŝƚƐ
commitment to seeking to understand the perspectives of others, rather than 
ƐŝŵƉůǇũƵĚŐŝŶŐƚŚĞŵĂƐƚƌƵĞŽƌĨĂůƐĞ ? ? ? ? ? ? P ? ? ? ?,ĞĂƌŐƵĞƐƚŚĂƚ ?ŐŝǀĞŶĐƵůƚƵƌĂů
and social context shapes our social realities, it is not possible to know 
whether findings are true or false. On the other hand, constructionism implies 
relativism, which leads to problems regarding how the validity of claims can 
ďĞ ũƵĚŐĞĚ ŝĨ Ăůů ŬŶŽǁůĞĚŐĞ ŝƐ ƐĂŝĚ ƚŽ ďĞ  ‘ĐƵůƚƵƌĂůůǇ ƌĞůĂƚŝǀĞ ?  ? ? ? ? ? P  ? ? ? ?
,ĂŵŵĞƌƐůĞǇ ƚŚĞƌĞĨŽƌĞƉƌŽƉŽƐĞƐ  ‘ƐƵďƚůĞ ƌĞĂůŝƐŵ ?ĂƐ an alternative to realism 
and constructionism/relativism. It is this perspective that I have adopted here. 
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Subtle realism 
 
Subtle realism shares with realism the idea that there is a reality independent 
of our beliefs and understandings about it, but disagrees that we have direct 
access to that reality (Hammersley, 1992). It shares with constructionism that 
Ăůů ŬŶŽǁůĞĚŐĞ ŝƐ  ‘ĂƐƐƵŵƉƚŝŽŶ-ůĂĚĞŶ ? ĂŶĚ Ă  ‘ŚƵŵĂŶ ĐŽŶƐƚƌƵĐƚŝŽŶ ?  ? ? ? ? ? P  ? ? ? ?
dŚĞƌĞĂƌĞƚŚƌĞĞĞůĞŵĞŶƚƐƚŽ,ĂŵŵĞƌƐůĞǇ ?ƐƐƵďƚůĞƌĞĂůŝƐŵ ?&ŝƌƐƚ ?ǁĞĐĂŶŶever 
ďĞ ƐƵƌĞ ĂďŽƵƚ ƚŚĞ ǀĂůŝĚŝƚǇ ŽĨ ĂŶǇ ĐůĂŝŵƐ ? ŚŽǁĞǀĞƌ ǁĞ ĐĂŶ ďĞ  ‘ƌĞĂƐŽŶĂďůǇ
ĐŽŶĨŝĚĞŶƚ ? ĂďŽƵƚ ƚŚĞ ǀĂůŝĚŝƚǇ ŽĨ ĐůĂŝŵƐ ďĂƐĞĚ ŽŶ ũƵĚŐĞŵĞŶƚƐ ĂďŽƵƚ ƚŚĞŝƌ
plausibility and credibility. Second, reality is independent of the claims social 
researchers make about it ?dŚŽƐĞĐůĂŝŵƐŵĂǇƌĞƉƌĞƐĞŶƚ ƌĞĂůŝƚǇ  ‘ŵŽƌĞŽƌ ůĞƐƐ
ĂĐĐƵƌĂƚĞůǇ ?  ?,ĂŵŵĞƌƐůĞǇ ?  ? ? ? ? P  ? ? ? ? &ŝŶĂůůǇ ? ƚŚĞƌĞ ĂƌĞ ŵƵůƚŝƉůĞ ĚĞƐĐƌŝƉƚŝŽŶƐ
ĂŶĚ ĞǆƉůĂŶĂƚŝŽŶƐ ĂďŽƵƚ ƚŚĞ ƐĂŵĞ ƉŚĞŶŽŵĞŶŽŶ ? dŚĞ Ăŝŵ ŝƐ ƚŽ  ‘ƌĞƉƌĞƐĞŶƚ ?
ƌĞĂůŝƚǇŶŽƚ ‘ƌĞƉƌŽĚƵĐĞ ?ŝƚ ? ? ? ? ? P ? ? ? ? 
 
Therefore, Hammersley takes aspects of realism and constructionism in his 
development of subtle realism  W ĂƐ^ŶĂƉĞĂŶĚ^ƉĞŶĐĞƌƉƵƚŝƚ ?ŚĞĂĚŽƉƚƐĂ ‘ůĞƐƐ
ĞǆƚƌĞŵĞ ? ƚĂŬĞ ŽŶ ƚŚĞƐĞ ƚǁŽ ƉŽƐŝƚŝŽŶƐ  ? ? ? ? ? P  ? ? ? ? ,ĂŵŵĞƌƐůĞǇ ƚĂŬĞƐ ĨƌŽŵ
ƌĞĂůŝƐŵƚŚĞŝĚĞĂƚŚĂƚƚŚĞƌĞŝƐĂƌĞĂůŝƚǇ ‘ŽƵƚƚŚĞƌĞ ?ƚŽďĞŽďƐĞƌǀĞĚ ?,ŽǁĞǀĞƌ ?ŚĞ
takes from relativism the idea that knowledge is a social construction, and 
ƚŚĞƌĞ ĂƌĞ ŵƵůƚŝƉůĞ ?  ‘ŶŽŶ-ĐŽŶƚƌĂĚŝĐƚŽƌǇ ? ƌĞĂůŝƚŝĞƐ (Hammersley 1992, 
Hammersley 2002). The implications are such that because knowledge is 
ďĂƐĞĚ ŽŶ ĐƵůƚƵƌĂů ĂƐƐƵŵƉƚŝŽŶƐ ?  ‘ǁĞ ĐĂŶŶŽƚlegitimately claim that simply 
ďĞĐĂƵƐĞ ǁĞ ǁĞƌĞ  “ƚŚĞƌĞ ? ǁĞ  “ŬŶŽǁ ? ?  ? ? ? ? ? P  ? ?-75). Hammersley is more 
concerned with how findings are used rather than whether accounts are true 
or false. However, if findings are to be used as a source of information about 
the phenomenon they refer to, issues of truth do become important. As it is 
ŵǇŐŽĂůƚŽŝŶĨŽƌŵƉƌĂĐƚŝĐĞĂŶĚƉŽůŝĐǇ ?ŝƐƐƵĞƐƉĞƌƚĂŝŶŝŶŐƚŽ ‘ƚƌƵƐƚǁŽƌƚŚŝŶĞƐƐ ?ŽĨ
research are considered later in this chapter and in Chapter 10. 
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Study design - a multiple-case study 
 
Case study research is a type of qualitative research strategy, as well as an 
object and product of research (Stake 2005, Creswell 2007). I took the 
approach outlined by Stake (1995, 2005) who draws on holistic and 
biographical research methods in case study research. Stake describes three 
types of case study: intrinsic, instrumental and multiple/collective case 
studies (Stake 1995, Stake 2005). For intrinsic case studies, the case itself is of 
interest. The purpose of conducting the case study is to gain a better 
understanding of that case. In contrast, an instrumental case study uses a 
ĐĂƐĞ ƚŽ ĞǆƉůŽƌĞ Ă ǁŝĚĞƌ ŝƐƐƵĞ ? Ɛ ƐƵĐŚ ?  ‘ƚŚĞ ĐĂƐĞ ŝƐ ŽĨ ƐĞĐŽŶĚĂƌǇ ŝŶƚĞƌĞƐƚ ? ŝƚ
ƉůĂǇƐĂƐƵƉƉŽƌƚŝǀĞƌŽůĞ ?ĂŶĚŝƚĨĂĐŝůŝƚĂƚĞƐŽƵƌƵŶĚĞƌƐƚĂŶĚŝŶŐŽĨƐŽŵĞƚŚŝŶŐĞůƐĞ ?
(Stake, 2005: 445). A multiple case study extends this idea to several cases. I 
ƚŽŽŬĂŵƵůƚŝƉůĞĐĂƐĞƐƚƵĚǇĂƉƉƌŽĂĐŚ ?ĂƐ /ƐŽƵŐŚƚƚŽƵŶĚĞƌƐƚĂŶĚƉĂƌƚŝĐŝƉĂŶƚƐ ?
individual experiences, and then use their stories to explore long-term cancer 
ƐƵƌǀŝǀŽƌƐŚŝƉŵŽƌĞďƌŽĂĚůǇ  ?ƚŚĞ ‘ƋƵŝŶƚĂŝŶ ?22). dĂŬŝŶŐ^ƚĂŬĞ ?ƐĐŽŶĐĞƉƚƵĂůŝƐĂƚŝŽŶ
further, I planned to ĂĚŽƉƚ ǁŚĂƚ zŝŶ  ? ? ? ? ? ? ĚĞƐĐƌŝďĞƐ ĂƐ ĂŶ  ‘ĞŵďĞĚĚĞĚ ?
multiple-case study. Cases were to ŝŶĐůƵĚĞ ŵŽƌĞ ƚŚĂŶ ŽŶĞ  ‘ƵŶŝƚ ŽĨ ĂŶĂůǇƐŝƐ ?
(2003: 45) - the person who had been diagnosed with cancer and a nominated 
 ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌ ? ?However, in the event, it was not possible to construct 
embedded cases studies due to concerns regarding anonymity and 
confidentiality. These concerns are discussed later in this chapter. 
  
Stake outlines the tension that exists regarding whether more attention 
should be ƉĂŝĚƚŽƚŚĞ  ‘ƉŝĞĐĞƐ ? ŝ ?Ğ ?ƚŚĞ ŝŶĚŝǀŝĚƵĂůĐĂƐĞƐŽƌƚŚĞ ‘ǁŚŽůĞ ? ŝ ?Ğ ?ƚŚĞ
ƋƵŝŶƚĂŝŶ ?,ĞƌĞĨĞƌƐƚŽƚŚŝƐĂƐƚŚĞ ‘ĐĂƐĞ-ƋƵŝŶƚĂŝŶĚŝůĞŵŵĂ ? ?^ƚĂŬĞ ? ? ? ? ? P ? ? ?,Ğ
ŝƐ ĐŽŶĐĞƌŶĞĚ ƚŚĂƚ  ‘ƐŽŵĞƚŝŵĞƐ Ă ƌĞƐĞĂƌĐŚ ƋƵĞƐƚŝŽŶ ĚĞĂůŝŶŐ ŽŶůǇ ǁŝƚŚ ƚŚĞ
binding concept is developed, with occasional reference to individual cases. 
                                                        
22
  ‘dŚĞŝŶĚŝǀŝĚƵĂůĐĂƐĞƐƐŚĂƌĞĂĐŽŵŵŽŶĐŚĂƌĂĐƚĞƌŝƐƚŝĐŽƌĐŽŶĚŝƚŝŽŶ ?dŚĞĐĂƐĞƐŝŶƚŚĞĐŽůůĞĐƚŝŽŶ
are somehow categorically bound together. They may be members of a group or examples of 
ĂƉŚĞŶŽŵĞŶŽŶ ?>ĞƚƵƐĐĂůůƚŚŝƐŐƌŽƵƉ ?ĐĂƚĞŐŽƌǇ ?ŽƌƉŚĞŶŽŵĞŶŽŶĂ “ƋƵŝŶƚĂŝŶ ? ? ?^ƚĂŬĞ ? ? ? ? ? P ?-
6).  
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Such formalisation is likely to waste the special effort that has gone into a 
ĐŽŶƚĞǆƚƵĂů ? ƉĂƌƚŝĐƵůĂƌŝƐƚŝĐ ĂŶĚ ĞǆƉĞƌŝĞŶƚŝĂů ƐƚƵĚǇ ?  ?^ƚĂŬĞ ?  ? ? ? ? P  ? ?  ?ĂŶĚ ďĞŐƐ
the question why one would conduct case study research in the first place). In 
this respect, the dilemma is that during cross-case analysis some of the 
specificity of the individual cases is lost, as there is inevitable synthesis of 
cases. This is actually a gain for the quintain, but highlights the case-quintain 
dilemma. Stake asserts that each case has its own context and background, 
which needs to be acknowledged. As such, part of the purpose of multiple-
ĐĂƐĞƌĞƐĞĂƌĐŚŝƐƚŽ ‘ŝůůƵŵŝŶĂƚĞ ?ƐŽŵĞŽĨƚŚĞƐĞĐŽŶƚĞǆƚƐ ? ? ? ? ? P ? ? ? ? 
 
The basic design of a multiple-case study, and the approach I took in this 
study, is to start with the quintain, study the specifics of the individual cases, 
interpret patterns within each case and then analyse similarities and 
differences across ĐĂƐĞƐ ƚŽ ĚĞǀĞůŽƉ  “ĂƐƐĞƌƚŝŽŶƐ ? ĂďŽƵƚ ƚŚĞ ƋƵŝŶƚain (Stake 
2006). The aim of multiple-case research is to understand the quintain.  
 
Narrative inquiry 
 
Case studies are often based on a wide variety of evidence, which means a 
range of data collection strategies can be employed to gather data (Stake 
1995, Yin 2003, Stake 2005). Data used to develop the case studies in this 
study were collected using an initial narrative interview with those living long-
term after a cancer diagnosis and a semi-structured follow-up interview.   
 
Introduction to narrative inquiry 
 
EĂƌƌĂƚŝǀĞ ŝŶƋƵŝƌǇ ŝƐ Ă  ‘ƐƵďƚǇƉĞ ? ŽĨ ƋƵĂůŝƚĂƚŝǀĞ ŝŶƋƵŝƌǇ (Chase 2005). The so-
ĐĂůůĞĚ  ‘ŶĂƌƌĂƚŝǀĞ ƚƵƌŶ ? ? ǁŚĞƌĞďǇ ŶĂƌƌĂƚŝǀĞ ŝŶƋƵŝƌǇ ďĞĐĂŵĞ ĂŶ ŝŶĐƌĞĂƐŝŶŐůǇ
acceptable methodology in the social sciences started in the 1960s but 
gathered pace in the 1980s, when the dominant realist/positivist paradigm 
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was challenged (Riessman 2008) ?ĐĐŽƌĚŝŶŐƚŽŚĂƌŵĂǌ ? ‘ƚŚĞŶĂƌƌĂƚŝǀĞƚƵƌŶ Q
ƌĞŶĞǁĞĚ ĂƚƚĞŶƚŝŽŶ ƚŽ ƌĞƐĞĂƌĐŚ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ƐƚŽƌŝĞƐ ĂŶĚ ƌĞƐĞĂƌĐŚĞƌƐ ?
ƌĞŶĚŝƚŝŽŶƐ ĂŶĚ ŝŶƚĞƌƉƌĞƚĂƚŝŽŶƐ ŽĨ ƚŚĞŵ ?  ? ? ? ? ? P  ? ? ? ? ?dŚĞ    ? ?Ɛ ƐĂǁ ĨƵƌƚŚĞƌ
developments in the field, with an increasing focus on the relationship 
between the researcher and participant, context and narrative 
form/structure. Mishler was influential in his reformulation of the research 
ŝŶƚĞƌǀŝĞǁ ĂƐ Ă  ‘ƐƉĞĞĐŚ ĞǀĞŶƚ ? P  ‘Ă ũŽŝŶƚ ƉƌŽĚƵĐƚ ŽĨ ǁŚĂƚ ŝŶƚĞƌǀŝĞǁĞĞs and 
ŝŶƚĞƌǀŝĞǁĞƌƐƚĂůŬĂďŽƵƚƚŽŐĞƚŚĞƌĂŶĚŚŽǁƚŚĞǇƚĂůŬǁŝƚŚĞĂĐŚŽƚŚĞƌ ? ?DŝƐŚůĞƌ ?
 ? ? ? ? Pǀŝŝ ? ?ƐZŝĞƐƐŵĂŶƐƵŐŐĞƐƚƐ P ‘ĂŶĂůǇƐŝŶŐƚŚŽƐĞƐƚŽƌŝĞƐ ?ƌĂƚŚĞƌƚŚĂŶŵĞƌĞůǇ
ƉƌĞƐĞŶƚŝŶŐ ƚŚĞŵ ? ǁĂƐ ƚŚĞ ůŽŐŝĐĂů ŶĞǆƚ ŵŽǀĞ ?  ? ? ? ? ? P  ? ? ? ? dŚĞ ƌĞƐĞĂƌĐŚĞƌ ?Ɛ
reflexive voice is now an integral part of the narrative. As such, narrative 
 ‘ƉŽƐŝƚŝŽŶ ?Ɛ ?ƚŚĞŝŶǀĞƐƚŝŐĂƚŽƌĂƐƉĂƌƚŽĨƚŚĞĨŝĞůĚ ? ?ZŝĞƐƐŵĂŶ ? ? ? ? ? P ? ? ? ?ĂĨĂƌĐƌǇ
from the positivist, objective social research of the early twentieth century.  
 
Narrative inquiry has many forms including biographical and autobiographical 
studies, life and oral histories and performance narratives (Chase 2005, 
Creswell 2007), and is applied across disciplines including anthropology, 
psychology, linguistics and sociology.  For example, there has been a rise in 
the use of narrative as method of data collection in medical sociological 
research exploring the illness experience (Elliott 2005). Therefore, in many 
ǁĂǇƐ ?ŶĂƌƌĂƚŝǀĞŝƐĂŶ ‘ƵŵďƌĞůůĂ ?ƚĞƌŵĨŽƌĂƌĂŶŐĞŽĨĨƌŵƐĂŶĚĂƉƉƌŽĂĐŚĞƐƚŽ
data collection and analysis (Smith and Sparkes 2008). The approach taken in 
this study is closest to the oral history, as I focused on a specific period of the 
life history - long-term cancer survivorship. Oral histories are one of the most 
common interview formats in narrative inquiry (Clandinin and Connelly 2000). 
  
Narratives and identity (re)construction 
 
^ƚŽƌŝĞƐ ƚĞůů ƵƐ ĂďŽƵƚ ƉĞŽƉůĞ ?Ɛ ůŝǀĞƐ ĂŶĚ ƚŚĞ ĐŽŶƚĞǆƚƐ ǁŝƚŚŝŶ ǁŚŝĐŚ ƚŚĞǇ ĂƌĞ
lived (Phoenix 2008). Those stories are not just personal, but social and 
ĐƵůƚƵƌĂů ? ĂŶĚ ŝŶ ƚŚŝƐ ƌĞƐƉĞĐƚ ƚŚĞǇ ĂƌĞ  ‘ƐŽĐŝĂů ĐƌĞĂƚŝŽŶƐ ?  ?^ŵŝƚŚ ĂŶĚ ^ƉĂƌŬĞƐ ?
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2008: 18). Events may be unique to the individual but they ĂƌĞ  ‘ƐƚƌƵĐƚƵƌĞĚ
according to socially and culturally shared conventions of telling (Smith and 
^ƉĂƌŬĞƐ ?  ? ? ? ? P  ? ? ? ? ǁŚĂƚ ůůŝŽƚƚ ƌĞĨĞƌƐ ƚŽ ĂƐ  ‘ŶĂƌƌĂƚŝǀĞ ĨƌĂŵĞǁŽƌŬƐ ?  ? ? ? ? ? P
128), that we have learnt through socialisation. However, whilst we are 
guided by these cultural frameworks, they do not necessarily determine the 
content of individual narratives, as these are based on personal experiences 
and interpretations (Elliott 2005). In this respect, iŶĚŝǀŝĚƵĂůƐ ‘ĂĐƚŝǀĞůǇ ?ĞŶŐĂŐĞ
in a process of identity construction through narrative, all the while aware 
that this process is situated within wider social contexts (Elliott 2005).  
 
Therefore, narrative is not just a method of data collection but also a process 
of identity construction (Bury 1982, Charmaz 1983, Mishler 1986, Somers 
1994, Mathieson and Stam 1995, Atkinson 1998, Little et al. 1998, Charmaz 
1999, Bury 2001, Elliott 2005, Smith 2007, Riessman 2008). Linde (1993) 
ĂƌŐƵĞƐƚŚĂƚůŝĨĞƐƚŽƌŝĞƐ ‘ĞǆƉƌĞƐƐŽƵƌƐĞŶƐĞŽĨƐĞůĨ PǁŚŽwe are and how we got 
ƚŚĂƚǁĂǇ ? ? ? ? ? ? P ? ? ?dŚĞǇŚĞůƉƵƐĐŽŵŵƵŶŝĐĂƚĞƚŚŝƐƐĞŶƐĞŽĨƐ ůĨĂŶĚŶĞŐŽƚŝĂƚĞ
it with others (Linde 1993). Stories also have a social function in that they can 
 ‘ĂĨĨŝƌŵ ?ǀĂůŝĚĂƚĞĂŶĚƐƵƉƉŽƌƚour own experiences in relation to those around 
ƵƐ ? dŚĞǇ Q ƐŚĂƉĞ ƚŚĞ ŝŶĚŝǀŝĚƵĂů ƚŽ ƚŚĞ ƌĞƋƵŝƌĞŵĞŶƚƐ ŽĨ ƚŚĞ ƐŽĐŝĞƚǇ Q^ƚŽƌŝĞƐ
ĐůĂƌŝĨǇĂŶĚŵĂŝŶƚĂŝŶŽƵƌƉůĂĐĞ ŝŶ ƚŚĞ ƐŽĐŝĂůŽƌĚĞƌ ŽĨ ƚŚŝŶŐƐ ?  ?ƚŬŝŶƐŽŶ ?  ? ? ? ? P
10).  
 
Illness narratives 
 
Several commentators have argued that when people experience traumatic 
events, such as illness, to maintain a sense of continuity of self, and their 
place in society, they have to reconstruct their identities (Bury 1982, Charmaz 
1983, Williams 1984, Charmaz 1987, Carricaburu and Pierret 1995, Mathieson 
and Stam 1995, Hyden 1997, Skultans 1998) ?  /ůůŶĞƐƐ ŶĂƌƌĂƚŝǀĞƐ ƐĞƌǀĞ  ‘ĂƐ Ă
means for understanding the attempts of patients to deal with their life 
situations and, above all, with the problems of identity that chronic illness 
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ďƌŝŶŐƐ ǁŝƚŚ ŝƚ ?  ?,ǇĚĞŶ ?  ? ? ? ? P  ? ? ? ? ŚƌŽŶŝĐ ŝůůŶĞƐƐ ‘ƵƐƵĂůůǇ ĐŚĂŶŐĞƐ ƚŚĞ ǀĞƌǇ
foundation of our lives because illness creates new and qualitatively different 
ůŝĨĞ ĐŽŶĚŝƚŝŽŶƐ Q ǁĞ ŵĂǇ ďĞ ĨŽƌĐĞĚ ƚŽ ůŽŽŬ Ăƚ ƚŚĞ ĨƵƚƵƌĞ ĨƌŽŵ Ă ƚŽƚĂůůǇ
different angle. Thus, even the past acquires new meaning: as a part of a lived 
ůŝĨĞ ? ?,ǇĚĞŶ ? ? ? ? ? P ? ? ? ?^ŬƵůƚĂŶƐ ? ? ? ? ? ?ĂŐƌĞĞƐ P ‘ŶĂƌƌĂƚŝǀĞƐĨĂĐŝůŝƚĂƚĞƚŚĞƐĞĂƌĐŚ
for, and construction of, new meanings in situations where the old meanings 
ŶŽ ůŽŶŐĞƌ ǁŽƌŬ ?  ? ? ? ? ? P  ? ? ?). For example, if every day routines and 
relationships are disrupted by illness, these changes may lead to a 
 ‘ĨƵŶĚĂŵĞŶƚĂů ƌĞĐŽŶƐƚƌƵĐƚŝŽŶŽĨŽŶĞ ?ƐƐĞŶƐĞŽĨƐĞůĨĂŶĚ ŝĚĞŶƚŝƚǇ ?  ? ? ? ? ? P  ? ? ? ? ?
Bury (2001) suggests studying illness narratives sheds light on the disrupted 
experience of illness, its meanings and actions taken to deal with it - exactly 
what I attempted to describe in this study.  
 
However, there is a growing body of literature debating the rise of illness 
narratives as research evidence (Atkinson 1997, Charmaz 1999, Frank 2000, 
Bury 2001, Charmaz 2002, Atkinson 2010, Frank 2010, Thomas 2010). There 
ŝƐ ? ǁŚĂƚ dŚŽŵĂƐ ƌĞĨĞƌƐ ƚŽ ĂƐ ? Ă  ‘ƌĂƚŚĞƌ ǀŝƚƌŝŽůŝĐ ƚƌans-Atlantic journal-based 
ĚĞďĂƚĞ ? ? ? ? ? ? P ? ? ? ?ĂďŽƵƚŶĂƌƌĂƚŝǀĞƌĞƐĞĂƌĐŚ ?ƉƌĞĚŽŵŝŶĂŶƚůǇďĞƚǁĞĞŶƚŚĞh<-
based Paul Atkinson and US-based Arthur Frank. Atkinson critiques the work 
of Frank, as well as Mishler and Kleinman. Thomas highlights that the debate 
is not about the use ŽĨŶĂƌƌĂƚŝǀĞŵĞƚŚŽĚƐ ?ďƵƚ ‘ƚŚĞĐůĂŝŵƐƚŚĂƚĐĂŶĂŶĚĐĂŶŶŽƚ
be made on the basis of narrative data collection, narrative analyses, and the 
ƐŝŐŶŝĨŝĐĂŶĐĞ ŽĨŶĂƌƌĂƚŝǀĞ ŝŶƋƵŝƌǇ ŝŶ ƚŚĞ ƐŽĐŝĂůǁŽƌůĚ ?  ? ? ? ? ? P  ? ? ? ? ?dŚĞĚĞďĂƚĞ
rests, crudely, on the dichotomy of storyteller vs. story analyst approaches to 
narrative analysis. Atkinson argues that there is a need to analyse the stories 
told, whereas the likes of Frank and Kleinman take an ethical stance, 
ƐƵŐŐĞƐƚŝŶŐƉĂƚŝĞŶƚƐ ?ŶĂƌƌĂƚŝǀĞƐƐŚŽƵůĚƐƉĞĂŬĨŽr themselves. 
 
dŚĞƌĞĨŽƌĞ ?ĂƚƚŚĞĐŽƌĞŽĨƚŬŝŶƐŽŶ ?ƐĐƌŝƚŝĐŝƐŵƐŝƐǁŚĂƚŚĞďĞůŝĞǀĞƐŝƐĂůĂĐŬŽĨ
methodological rigour in medical sociological research. He argues that authors 
ůŝŬĞ &ƌĂŶŬ ĂŶĚ <ůĞŝŶŵĂŶ ƉƌŝǀŝůĞŐĞ ƚŚĞ ŶĂƌƌĂƚŽƌ ?Ɛ ǀŽŝĐĞ ? ŝŶ ƚŚĞŝƌ ĂƚƚĞŵƉƚƐ ƚŽ
bear  ‘ǁŝƚŶĞƐƐ ? ĂŶĚ ŐŝǀĞ ǀŽŝĐĞ ƚŽ ƉĞƌƐŽŶĂů ƐƚŽƌŝĞƐ ŽĨ ŝůůŶĞƐƐ ? ,ŽǁĞǀĞƌ ? ŚĞ
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stresses there needs to be some interpretation of the narrative presented, 
that it should not be taken at face-value, as it is socially constructed, meaning 
it has been shaped by the social and cultural contexts within which the 
narrator lives (including, I would argue, the interview interaction). Atkinson 
ĂƌŐƵĞƐ ƚŚĂƚ ĂƵƚŚŽƌƐ  ‘ŚĂǀĞ ŵĂĚĞ ŝŶĐŽŶƐŝƐƚĞŶƚ ĂŶĚ ŝŶĂƉƉƌŽƉƌŝĂƚĞ ĐůĂŝŵƐ ĨƌŽŵ
ŶĂƌƌĂƚŝǀĞ ĂƉƉƌŽĂĐŚĞƐ ?  ? ? ? ? ? P  ? ? ? ? ĂŶĚ ƚŚĂƚ ďĞůŝĞǀŝŶŐ ŝŶ-depth interviews 
ƉƌŽǀŝĚĞĂǁŝŶĚŽǁĨŽƌƚƌƵůǇĂĐĐĞƐƐŝŶŐƉĞŽƉůĞ ?ƐĞǆƉĞƌŝĞŶĐĞƐŽĨŝůůŶĞƐƐŝƐ ?ŝŶĨĂĐƚ ?
Ă  ‘ĨĂůůĂĐǇ ?(Atkinson 1997). Atkinson does acknowledge the importance of 
ŝůůŶĞƐƐŶĂƌƌĂƚŝǀĞƐďƵƚŝƐĐŽŶĐĞƌŶĞĚƚŚĂƚƚŚĞůŝŬĞƐŽĨ&ƌĂŶŬĂŶĚ<ůĞŝŶŵĂŶ ‘ŚĂǀĞ
ĐůĞĂƌůǇĂƚƚĂĐŚĞĚƉĂƌƚŝĐƵůĂƌǀĂůƵĞƐƚŽŶĂƌƌĂƚŝǀĞ ? ĨŽƌĂĚǀŽĐĂĐǇƉƵƌƉŽƐĞƐ ?ǁŚŝĐŚ
ŚĞďĞůŝĞǀĞƐĂƌĞ ‘ŝůůĞŐŝƚŝŵĂƚĞĞǆƚƌĂƉŽůĂƚŝŽŶƐ ?ŽĨŶĂƌƌĂƚŝǀĞ ? ? ? ? ? P ? ? ? ? ?ƚŬŝŶƐŽŶ
feels Frank, Kleinman and Mishler give precedence to the ethical over the 
methodological (Atkinson 1997) and suggests their ethical concern for 
ŵĂŝŶƚĂŝŶŝŶŐƚŚĞŝŶƚĞŐƌŝƚǇŽĨƚŚĞŶĂƌƌĂƚŽƌĚŽĞƐŶŽƚ ‘ƉƌŽǀŝĚĞĨŽƵŶĚĂƚŝŽŶƐĨŽƌĂŶ
ĂĚĞƋƵĂƚĞŵĞƚŚŽĚŽůŽŐǇ ? ? ? ? ? ? P ? ? ? ? ?
 
My approach to narrative inquiry is similar to that of Thomas (2010)  W a mid-
ǁĂǇ ƉŽŝŶƚ ďĞƚǁĞĞŶ ƚŬŝŶƐŽŶ ?Ɛ ŽďũĞĐƚŝǀŝƚǇ ĂŶĚ &ƌĂŶŬ ĂŶĚ <ůĞŝŶŵĂŶ ?Ɛ ĞƚŚŝĐĂů ?
ĂŶĚ ĂƌŐƵĂďůǇ ŵŽƌĞ ƐƵďũĞĐƚŝǀĞ ? ĂƉƉƌŽĂĐŚĞƐ ? / ĂŐƌĞĞ ǁŝƚŚ ƚŬŝŶƐŽŶ ?Ɛ ƉŽŝŶƚƐ
regarding methodological rigour and the need to interpret narratives. 
However, I also believe that narratives are co-constructed stories, and that 
the researcher plays a part in that construction. Reflexivity and empathy are 
therefore necessary not just for the interpretation of those stories, but in 
order ƚŽ ĚŽ ƚŚĞ ƐƚŽƌŝĞƐ ũƵƐƚŝĐĞ ? ƚŽ ŚĞůƉ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ŵĂŬĞƐĞŶƐĞ ŽĨ ƚŚĞŝƌ
experiences and to use those experiences to help improve the lives of those 
affected by illness. 
 
Summary of the methodological approach 
 
Table 5.1, adapted from Creswell (2007), demonstrates how complementary 
case study and narrative approaches are, and justifies the research design I 
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adopted. Elliott (2005) also outlines key features of narrative, and common 
interests evident in studies adopting narrative approaches (Figure 5.1). This 
study was interested in exploring all of them. 
 
Table 5.1: Characteristics of narrative and case study research 
Characteristics  Narrative Research Case Study Research 
Focus Exploring the life of an 
individual 
Developing an in-depth 
description of a case/cases 
Type of problem 
suited to 
Telling stories of individual 
experiences 
Providing an in-depth 
understanding of a case or cases 
Unit of analysis One or more individuals Studying an event, program, 
activity, more than one 
individual 
Data collection forms Interviews (and documents) Multiple sources, such as 
interviews, documents, 
observation 
Data analysis 
strategies 
Analysing data from stories, 
 ‘ƌĞƐƚŽƌǇŝŶŐ ? ?ĚĞǀĞůŽƉŝŶŐƚŚĞŵĞƐ 
Analysing data through 
description of the case, as well 
as cross-case themes 
Report Developing a narrative about 
ƚŚĞƐƚŽƌŝĞƐŽĨĂŶŝŶĚŝǀŝĚƵĂů ?ƐůŝĨĞ 
Developing a detailed analysis of 
one or more cases 
(Source: Creswell, 2007: 78-79) 
 
Figure 5.1: Key features of narratives 
Key features of narrative 
1. Temporal or chronological element  W representation of a series of events over time 
2. Communicates the meaning of events/experiences 
3. Important social dimension  W narratives are told in a specific social context 
 
Common interests in narrative research 
1. An interest in lived experience 
2. A desire to empower participants 
3. An interest in process and change over time 
4. An interest in representations of self 
5. ŶĂǁĂƌĞŶĞƐƐŽĨƚŚĞƌĞƐĞĂƌĐŚĞƌ ?ƐƌŽůĞŝŶƚŚĞŝŶƚĞƌǀŝĞǁŝŶƚĞƌĂĐƚŝŽŶ W reflexivity 
(Source: Elliott, 2005: 6 & 15) 
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^ƚĂŬĞ ?Ɛ ďĞůŝĞĨ ŝŶ ƚŚĞ ĞǆŝƐƚĞŶĐĞ ŽĨ ŵƵůƚŝƉůĞ ƌĞĂůŝƚŝĞƐ ƐŝƚƐ ǁĞůů ǁŝƚŚ ƚŚĞ ƐƵďƚůĞ
realist underpinnings of this study. He suggests people have different and 
conflicting views and understandings of a phenomenon (Stake, 1995) and that 
 ‘ ?ƚ ?ŚĞ ƋƵŝŶƚĂŝŶ ? ĐŽŶƚĞǆƚƐ, narratives, and understandings are nuanced, 
internally contradictory, time- ďŽƵŶĚ ? ĂŶĚ ĚĞĨǇŝŶŐ ĞĂƐǇ ĐŽŶĐĞƉƚƵĂůŝƐĂƚŝŽŶ ?
(Stake, 2006: 35). However, as a strong constructionist, Stake believes it is 
ŝŵƉŽƐƐŝďůĞ ƚŽ ĞƐƚĂďůŝƐŚ ƚŚĞ  ‘ďĞƐƚ ? Žƌ ŵŽƐƚ ƚƌƵƚŚĨƵů ǀĞƌƐŝon of reality (Stake 
1995) - a view not held by Hammersley. The subtle realist perspective I 
adopted argues that there are ways to establish the trustworthiness of one 
claim over another, based on judgements about credibility and plausibility.  
 
Narrative research also presents a specific version of social reality rather than 
a definitive one, as narratives are time and context dependent. Rorty (1999) 
ƐƵŐŐĞƐƚƐǁĞĂďĂŶĚŽŶƚŚĞŝĚĞĂŽĨĂďƐŽůƵƚĞƚƌƵƚŚĂƐ ‘ƚŚĞƌĞŝƐŶŽĂĐƚŝǀŝƚǇĐĂůůĞĚ
 “ŬŶŽǁŝŶŐ ? Q ƚŚĞƌĞ ŝƐ ƐŝŵƉůǇ ƚŚĞ ƉƌŽĐĞƐƐ ŽĨ ũƵƐƚŝĨǇŝŶŐ ďĞůŝĞĨƐ ƚŽ ĂƵĚŝĞŶĐĞƐ ?
 ? ? ? ? ? P  ? ? ? ? ZŝĞƐƐŵĂŶ  ? ? ? ? ? P  ? ? ? ƵƐĞƐ ƚŚĞ ƚĞƌŵ  ‘ƌĞƉƌĞƐĞŶƚĂƚŝŽŶ ? ƚŽ
ĚĞŵŽŶƐƚƌĂƚĞƚŚĞ ‘ĐŽŶƐƚƌƵĐƚĞĚŶĂƚƵƌĞŽĨƐŽĐŝĂůƐĐŝĞŶĐĞƌĞƐĞĂƌĐŚ ?ĂŶĚƐƵŐŐĞƐƚƐ
ƌĞƐĞĂƌĐŚĞƌƐĂŝŵĨŽƌ ‘ďĞůŝĞǀĂďŝůŝƚǇŶŽƚĐĞƌƚŝƚƵĚĞ ?ĂƐƚŚĞƌĞĂƌĞ ‘ŶĂƌƌĂƚŝǀĞƚƌƵƚŚƐ ?
 W claims about trustworthiness - not absolute truths (1993: 64). These 
perspectives also fit well with the subtle realist approach I adopted in this 
study. 
 
Research protocol 
 
Case selection 
 
A relatively small number of cases were selected (n=13), but they have been 
studied in-depth. Stake argues that the focus is on understanding the 
individual cases, their uniqueness as well as their commonalities. The cases 
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ĂƌĞ  ‘Ă ƐĞůĞĐƚĞĚ ŐƌŽƵƉ ŽĨ ŝŶƐƚĂŶĐĞƐ ĐŚŽƐĞŶ ĨŽƌ ďĞƚƚĞƌ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŽĨ ƚŚĞ
ƋƵŝŶƚĂŝŶ ? ?^ƚĂŬĞ ? ? ? ? ? P ? ? ? ?Ɛƚhe focus of case study research is on depth of 
understanding, I take Ritchie et al ? ?Ɛ ƉŽŝŶƚ ƚŚĂƚ  ‘ŝƚ ŝƐ ƵƐƵĂůůǇďĞƚƚĞƌ ƚŽ ƌĞƚĂŝŶ
depth of data collection rather than breadth in terms of sample size, even if 
this means focusing the study on certain parts of ƚŚĞ ƉŽƉƵůĂƚŝŽŶ ?  ? ? ? ? ?Ă P
104). Stake argues that between four and fifteen cases is the optimum 
number in multiple-ĐĂƐĞ ƐƚƵĚǇ ƌĞƐĞĂƌĐŚ ? ŶǇ ĨĞǁĞƌ ĂŶĚ ƚŚĞ  ‘ŝŶƚĞƌĂĐƚŝǀŝƚǇ ?
ďĞƚǁĞĞŶĐŽŶƚĞǆƚƐǁŝůůŶŽƚďĞĞǀŝĚĞŶƚ ?ĂŶǇŵŽƌĞ ‘ƉƌŽǀŝĚĞƐŵŽƌĞƵŶŝƋƵĞŶĞƐƐŽĨ
interactiviƚǇ ?ƚŚĂŶƌĞƐĞĂƌĐŚĞƌƐĂŶĚƌĞĂĚĞƌƐĐĂŶƵŶĚĞƌƐƚĂŶĚ ?^ƚĂŬĞ ? ? ? ? ? P ? ? ? ?
Crouch and McKenzie (2006) also argue the case for small sample sizes (less 
than 20) in exploratory, qualitative research. They suggest that exploring a 
conceptual framework (e.g. liminalitǇ ? ? ‘ƌĞƋƵŝƌĞƐƐŵĂůůƐĂŵƉůĞƐŝǌĞƐƐŽƚŚĂƚĂůů
ĞŵĞƌŐŝŶŐ ŵĂƚĞƌŝĂů ĐĂŶ ďĞ ŬĞƉƚ ŝŶ ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ ?Ɛ ŵŝŶĚ ĂƐ Ă ƚŽƚĂůŝƚǇ ƵŶĚĞƌ
ŝŶǀĞƐƚŝŐĂƚŝŽŶĂƚĂůůƐƚĂŐĞƐŽĨƚŚĞƌĞƐĞĂƌĐŚ ? ? ? ? ? ? P ?  ? ? ?
 
 ƉƵƌƉŽƐŝǀĞ ƐĞůĞĐƚŝŽŶ ŽĨ ĐĂƐĞƐ ǁĂƐ ƌĞĐƌƵŝƚĞĚ ? ^ƚĂŬĞ ?ƐĂƉƉƌŽĂĐŚ ĂƌŐƵĞƐ ƚŚĂƚ
 ‘balance and variety are important; relevance to the quintain and opportunity 
ƚŽ ůĞĂƌŶ ĂƌĞ ƵƐƵĂůůǇ ŽĨ ŐƌĞĂƚĞƌ ŝŵƉŽƌƚĂŶĐĞ ?  ?^ƚĂŬĞ ?  ? ? ? ? P  ? ? ? ? ,Ğ ƐƵŐŐĞƐƚƐ
ƐĞůĞĐƚŝŶŐĐĂƐĞƐƚŚĂƚǁĞĐĂŶůĞĂƌŶƚŚĞŵŽƐƚĨƌŽŵŵĂǇďĞ ‘ƐƵƉĞƌŝŽƌĐƌŝƚĞƌŝŽŶƚŽ
ƌĞƉƌĞƐĞŶƚĂƚŝǀĞŶĞƐƐ ?  ?^ƚĂŬĞ, 2005: 451). This is because case study research 
does not aim to generalise to a wider population, so aiming for 
representativeness is not relevant (Stake 2006) ? ^ƚĂŬĞ ?Ɛ  ? ? ? ? ? ? ƚŚƌĞĞ ŵĂŝŶ
criteria for selecting cases are: 
 
1. Relevance to the quintain 
2. Diversity across contexts 
3. Good opportunities to learn about complexity and contexts 
 
ĐĐŽƌĚŝŶŐƚŽ^ƚĂŬĞ ‘ĚŝǀĞƌƐŝƚǇŽĨĐŽŶƚĞǆƚƐ ? ? ? ? ? ? P ? ?ŝƐŝŵƉŽƌƚĂŶƚ ?ĂƐƚŚĞƉŽŝŶƚ
of doing a multiple-ĐĂƐĞ ƐƚƵĚǇ ŝƐ ƚŽ  ‘ĞǆĂŵŝŶĞ ŚŽǁ ƚŚĞ Q ƉŚĞŶŽŵĞŶŽŶ 
ƉĞƌĨŽƌŵƐŝŶĚŝĨĨĞƌĞŶƚĞŶǀŝƌŽŶŵĞŶƚƐ ? ? ? ? ? ? P ? ? ? ?ZĞŐĂƌĚůĞƐƐ ?ŝƚŝƐŝŵƉŽƌƚĂŶƚƚŽ
explicitly state the rationale for the selection of cases (Creswell, 2007). The 
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literature review (Chapter 3) identified variables known to impact the 
experience of cancer survivorship, as well as those about which little is 
known, or findings are contradictory. As a result, a diverse sample, based on a 
range of socio-demographic and cancer-related variables was selected.  
 
General inclusion criteria 
 
x Diagnosed with cancer, and completed hospital-based treatment 
(surgery, chemotherapy and/or radiotherapy) at least five years 
previously 
x Diagnosed in adulthood (18+). Therefore the minimum age was 23 
x Disease-free (no recurrence of the primary cancer, second primary or 
metastatic disease) 
x Diagnosed with breast, prostate, colorectal, gynaecological, testicular, 
ďůĂĚĚĞƌĐĂŶĐĞƌŽƌ,ŽĚŐŬŝŶ ?Ɛ>ǇŵƉŚŽŵĂ 
x Lived in the South West London boroughs of Hounslow, Richmond, 
Wandsworth or Kingston
23
 
x Able to communicate in English 
 
Cancer-related variables of interest 
 
The rationale for only including participants who were disease-free lay in the 
fact that those living with active disease are likely to have different 
experiences to those who have been disease-free for at least five years (Miller 
et al. 2008). Focusing on participants who were disease-free allowed me to 
explore other areas of interest in more depth. Studies have reported 
contradictory findings regarding the impact of cancer-related variables on the 
experience of cancer survivorship, and the meaning individuals find in the 
illness experience (see Chapter 3). I wanted to include individuals who had 
been diagnosed with breast, prostate, colorectal, gynaecological, testicular, 
                                                        
23
 Note the change to the protocol (Appendix 2 and 3). 
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ďůĂĚĚĞƌ ĐĂŶĐĞƌ Žƌ ,ŽĚŐŬŝŶ ?Ɛ >ǇŵƉŚŽŵĂ ĂƐ ƚŚĞǇ ƚǇƉŝĐĂůůǇ ŚĂǀĞ ĨŝǀĞ-year 
survival rates over 50%
24
. In England, breast, prostate and colorectal cancer 
survivors account for over half of all cancer survivors. Incidence of 
ŐǇŶĂĞĐŽůŽŐŝĐĂů ? ƚĞƐƚŝĐƵůĂƌ ? ďůĂĚĚĞƌ ĐĂŶĐĞƌƐ ĂŶĚ ,ŽĚŐŬŝŶ ?Ɛ >ǇŵƉŚŽŵĂ ŝƐ
relatively small but I wanted to ensure the sample comprised common and 
less common cancers.  
 
Socio-demographic variables of interest 
 
Several studies have explored the relationship between socio-demographic 
variables and the experience of long-term survivorship, but consistent 
patterns are yet to emerge (See Chapter 3). Therefore, case selection also 
considered gender, age, relationship status and parenthood. These variables 
were selected as data from previous research has produced conflicting 
findings or posed interesting avenues for further research.  
 
Importance of context  
 
The importance of exploring wider socio-cultural and historical context in my 
attempts to understand the experience of long-term cancer survivorship is 
stressed. Life events and other health conditions frame the cancer experience 
(Blank 2009) ?ůĂŶŬƐƵŐŐĞƐƚƐ ‘ƐŽŵƵĐŚĚĞƉĞŶĚƐŽŶĂŐe. Yet so much depends 
ŽŶƉƌŝŽƌĂŶĚĐŽŶĐƵƌƌĞŶƚĞǆƉĞƌŝĞŶĐĞǁŝƚŚ ŝůůŶĞƐƐĂŶĚŽƚŚĞƌ ůŝĨĞĞǀĞŶƚƐ ?  ? ? ? ? ? P
S427) (See Chapter 3). As such, life events and current health status were 
explored with participants in the interviews.  
 
                                                        
24 Five-year survival rates: breast 84%, prostate 81%, bowel c. 50% for men and women, 
cervical 79%, ƚĞƐƚŝĐƵůĂƌ ? ?A? ?,ŽĚŐŬŝŶ ?Ɛ>ǇŵƉŚŽŵĂŽǀĞƌ ? ?A?ĨŽƌŵĞŶĂŶĚǁŽŵĞŶ ?ďůĂĚĚĞƌc. 
50% for men and women (Office-for-National-Statistics 2011). 
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Recruitment 
 
Recruitment to the study ran for a year (between June 2010 and June 2011). I 
planned to focus recruitment on South West London. However, the 
catchment area was extended to London and the Home Counties, as the 
number of people who came forward from this area was limited. I considered 
recruiting participants via GPs. The advantages and disadvantages of this 
approach are outlined in Table 5.2. However, initial discussions with NHS R&D 
and staff working at the NCSI, including a GP, were not encouraging with 
regard to the potential success of this approach. I was told GPs generally do 
not hold an easily accessible record of when cancer patients finished hospital-
based treatment, therefore it would not have been easy for GPs or Practice 
Managers to generate a list of eligible individuals within their practice from 
which I could recruit. As a result, I was advised to consider a combination of 
alternative recruitment strategies. 
 
I drew up a comprehensive list of cancer charities, local cancer support groups 
and community organisations to approach during the recruitment phase of 
the study. I approached gatekeepers with a view to attend 
community/support group meetings to publicise the study. However, in most 
cases, gatekeepers agreed to publicise the study by putting up a flyer or 
sharing the information with people they felt it was relevant to (Appendix 5).  
 
Cancer charities and local support groups 
 
Several national cancer charities agreed to post details about the study on 
their websites, forums or Facebook pages, whilst others publicised the study 
in their newsletters or through their user involvement initiatives. The majority 
of participants were recruited via this route. I also approached local cancer 
support groups and cancer information centres in South West London. 
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Approaching information centres at hospitals was unsuccessful, but some 
local cancer support groups shared information with their users and I was able 
to successfully recruit via this route.  
 
Table 5.2: Advantages and disadvantages of recruitment via GPs 
Advantages Disadvantages 
 
GPs might screen those eligible to take part, 
based on the study inclusion criteria (thus 
ĞŶƐƵƌŝŶŐ ƉĂƌƚŝĐŝƉĂŶƚƐ ĂƌĞ A? ? ǇĞĂƌƐ ƉŽƐƚ-
treatment) (Mathers et al. 2009) 
 
The study is of clinical relevance to GPs as the 
role of primary care in cancer survivorship 
will be increasingly important (Department-
of-Health 2010) 
 
Studies adopted by a local Primary Care 
Research Network (PCRN), are given 
resources to help with recruitment (Sarre et 
al. 2008, Ward et al. 2010) 
 
More likely tŽĂĐĐĞƐƐ ‘ƐŝůĞŶƚ ?ŐƌŽƵƉƐŝ ?Ğ ?ƚŚŽƐĞ
that would not automatically come forward 
to take part in research such as the elderly, 
ethnic minority groups, those with low 
socioeconomic status, etc.  
 
Complex NHS ethical procedures 
 
Potential cost implications (Ward et al. 2010) 
 
 
GPs have more important priorities (caring 
for patients), therefore research is seen as a 
luxury they do not have time for (Ward et al. 
2010) 
 
Time consuming in terms of gaining ethical 
approval and actual recruitment 
 
 
GPs may not inform patients about the study 
if they do not wish them to take part/think 
they should not take part (selection bias) 
 
 
Non-cancer related community/support groups 
 
Other local support organisations approached included Age Concern, the 
^ĂůǀĂƚŝŽŶ ƌŵǇ ? ƚŚĞ tŽŵĞŶ ?Ɛ /ŶƐƚŝƚƵƚĞ ? ƉĞŶƐŝŽŶĞƌƐ ? ĨŽƌƵŵƐ ? ĐŽŵŵƵŶŝƚǇ
centres, sports clubs, places of worship and libraries/reading groups. I 
received a mixed response from these sources. Libraries and community 
centres in some of the boroughs posted the flyer on their notice boards, 
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subject to space. A couple of local churches also shared the information with 
relevant members of their congregation. This was not a particularly successful 
recruitment strategy, however, one participant was recruited because, by 
chance, she opened the post and saw the flyer.  
 
Snowballing 
 
Snowballing is an approach that involves asking people who have heard about 
the study, or have already taken part in the study, to recommend others who 
ŵĞĞƚ ƚŚĞ ŝŶĐůƵƐŝŽŶ ĐƌŝƚĞƌŝĂ ? /ƚ ŝƐ Ă ƵƐĞĨƵů ĂƉƉƌŽĂĐŚ ĨŽƌ ƌĞĐƌƵŝƚŝŶŐ  ‘ĚŝƐƉĞƌƐĞĚ
ƉŽƉƵůĂƚŝŽŶƐ ?  ?ŽĨ ǁŚŝĐŚ ŝŶĚŝǀŝĚƵĂůƐ ůŝǀŝŶŐ ůŽŶŐ-term after a cancer diagnosis 
could be considered) (Ritchie et al. 2003a). However, one disadvantage is that 
participants recruited this way are likely to know each other, which may have 
implications for confidentiality and anonymity. The diversity of the sample 
may also be compromised. However, this can be mitigated by asking 
participants to avoid recommending family/friends (Ritchie et al. 2003a). 
 
Recruitment process 
 
Potential participants generally contacted me directly via email as a result of 
seeing the flyer, or hearing about the study from a gatekeeper. I telephoned 
them to introduce myself, and outlined the purpose of the study and what 
was involved, as well as running through a screening crib sheet to assess 
whether they met the inclusion criteria. If they did, I sent out an information 
sheet and consent form.  Once I receive their signed consent form, I arranged 
the first interview. (See Appendix 4 for the recruitment flow diagram; 
information sheet and consent form).  
 
 ‘^ŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ǁĞƌĞ ƌĞĐƌƵŝƚĞĚ ǀŝĂ ƚŚĞ ƉĂƌƚŝĐipants who had been 
diagnosed with cancer. Participants were informed during the initial screening 
ĐĂůů ?ĂŶĚŝŶƚŚĞŝŶĨŽƌŵĂƚŝŽŶƐŚĞĞƚ ?ŽĨƚŚĞƐƚƵĚǇ ?ƐĂŝŵƚŽĂůƐŽŝŶƚĞƌǀŝĞǁƉĞŽƉůĞ
close to those living long-term after a cancer diagnosis. It was envisaged that 
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at the first interview, participants would be given a nomination form to fill in, 
ŚĂǀŝŶŐĂůƌĞĂĚǇĚŝƐĐƵƐƐĞĚƚŚĞƐƚƵĚǇǁŝƚŚƚŚĞŝƌ ‘ƐŝŐŶŝĨĐĂŶƚŽƚŚĞƌ ? ?/ŶƚŚĞĞǀĞŶƚ ?
the nomination from was not used as participants had normally discussed the 
study with theŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌ ? ƉƌŝŽƌ ƚŽ ƚŚĞ ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁĂŶĚ ĂůƌĞĂĚǇ
ŐŝǀĞŶ ŵĞ ƚŚĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌ ?Ɛ ? ĐŽŶƚĂĐƚ ĚĞƚĂŝůƐ ? / ƚŚĞŶ ĐŽŶƚĂĐƚĞĚ ƚŚĞ
 ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ?ƐĞƉĂƌĂƚĞůǇƚŽĚŝƐĐƵƐƐƚŚĞƐƚƵĚǇ ?ĂŶĚǁŚĞƚŚĞƌƚŚĞǇǁŽƵůĚďĞ
willing to take part. Recruitment then proceeded as for the participants who 
had been diagnosed with cancer. 
 
In reality, recruitment was slower than anticipated so, whilst I had planned to 
purposively sample participants based on a range of socio-demographic and 
cancer-specific criteria, if people coming forward met the inclusion criteria, 
they were invited to interview. However, as recruitment progressed it was 
ŶĞĐĞƐƐĂƌǇ ƚŽ ƉƌŝŽƌŝƚŝƐĞ ƚŚĞ ƐĞůĞĐƚŝŽŶ ĐƌŝƚĞƌŝĂ ƚŽĞŶƐƵƌĞ  ‘ĚŝǀĞƌƐŝƚǇ ŽĨ ĐŽŶƚĞǆƚƐ ?
was achieved (Ritchie et al. 2003a, Stake 2006). Therefore, case selection was, 
in part, pragmatic (Silverman 2010). For example, I wanted to include male 
and female participants who had been diagnosed with colorectal cancer, in 
order to explore the impact of the disease by gender, but after nine months of 
recruitment, no one had come forward. I decided to put a hold on recruitment 
for certain groups (in particular women with breast cancer) and specifically 
target bowel cancer charities. As a result of this strategy, I successfully 
recruited both male and female participants who had been diagnosed with 
colorectal (bowel) cancer. 
 
Limitations to the recruitment strategy are presented in Chapter 10, as part of 
my commentary on the quality of the research conducted. 
 
Ethical considerations 
 
Ethical approval was granted by the University of Nottingham Medical School 
Ethics Committee in June 2010 (See Appendices 1 and 3).  
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Impact on participants 
 
I was concerned about the impact of the study on participants as the 
interviews were likely to explore emotive and sometimes distressing 
experiences. I believed that for the majority, telling their story would be of 
benefit to them, but equally could not be sure participants were not distressed 
by the experience (Johnson and Macleod Clarke 2003). As Johnson and 
DĂĐůĞŽĚůĂƌŬĞƐƚĂƚĞ ?ǁŚŝůƐƚ  ‘ƉĂƌƚŝĐŝƉĂŶƚƐǀĂůƵĞƚŚĞŽƉƉŽƌƚƵŶŝƚǇ ƚŽ ƌĞĨůĞĐƚŽŶ
their experiences, it is nevertheless not difficult to imagine that reflecting in 
the face of emotionaůƉĂŝŶŝƐůŝŬĞůǇƚŽďĞĂĚŝƐƚƌĞƐƐŝŶŐĞǆƉĞƌŝĞŶĐĞ ? ? ? ?   P ? ? ? ? ?
It was therefore important to conduct the interviews in a professional, yet 
sensitive, manner making it clear to participants that they could stop the 
interview at any time and, if necessary, withdraw from the study. It was also 
important to have strategies in place to end the interview appropriately. For 
example, if a participant became upset, I would have referred them to an 
organisation such as Macmillan Cancer Support. I took details of MacmiůůĂŶ ?Ɛ
helpline and website to the interviews. In the event, sharing these details was 
not necessary. Debriefing at the end of the interviews was also important. I 
talked about the practicalities of the study, for example, when the report 
would be available, and then steered the conversation towards something 
unrelated to cancer, such as what they were doing afterwards, to hopefully get 
the participant thinking about something other than cancer.  
 
Impact on the researcher 
 
I was also aware of the emotional impact interviewing people affected by 
cancer might have on me. Johnson and Macleod Clarke (2003) conducted a 
study exploring the impact on researchers carrying out research in sensitive 
areas, including cancer. Researchers experienced a number of difficulties, 
some of which I can identify with. These included the unpredictability of 
ƌĞƐĞĂƌĐŚŝŶƚŚŝƐĂƌĞĂ ?ƚŚĞĞǆƚĞŶƚƚŽǁŚŝĐŚ “ĞŵŽƚŝŽŶĂůĂŶĚŵŽƌĂůƵŶĞĂƐĞ ?ĐĂŶ
be generated for the researcher (2003: 423) (including concerns about 
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confidentiality, the impact of the interview on the participant, etc.), and 
implications for the researcher (contact anxiety, facing their own fears about 
the research topic, etc.) (Johnson and Macleod Clarke 2003). I maintained a 
reflexive journal and held post-interview debriefing sessions to discuss the 
interview process and any concerns I had. This was with my supervisors, 
colleagues who conduct research in the same field, or my family. This not only 
served as a useful analytical tool, but also helped me look after myself during 
the study.  
 
Anonymity and confidentiality 
 
Any information collected about participants during the course of the research 
is kept on a password-protected computer and remained strictly confidential. 
The interviews were digitally recorded. These recordings are also held on a 
password-protected computer and only accessed by myself, and occasionally 
my supervisors. All data are held in accordance with the Data Protection Act. A 
participant ID was assigned to all individuals who contacted me about the 
study. This was noted on the screening form alongside their name and contact 
details. The screening form was kept securely and separately from interview 
transcripts and the analysis. Interview transcripts, analysis, findings and quotes 
only referred to the participant ID or a pseudonym.  
 
ƐƌĞƐĞĂƌĐŚĞƌƐǁĞŚĂǀĞƚŽŵĂŬĞŵŽƌĂůĐŚŽŝĐĞƐĂďŽƵƚǁŚĂƚǁĞ ‘ĂƐŬ ?ƌĞĐŽƌĚŽƌ
ƉƌĞƐĞŶƚ ? ŝŶ ƚŚĞ ƉƌŽĐĞƐƐ ŽĨ ŽƵƌ ƌĞƐĞĂƌĐŚ(Anspach and Mizrachi 2006). For 
example, we make decisions about what to reveal or conceal in the interests 
ŽĨ ĐŽŶĨŝĚĞŶƚŝĂůŝƚǇ ? <ĂŝƐĞƌ  ? ? ? ? ? ? ƐƚĂƚĞƐ ƚŚĂƚ  ‘ƋƵĂůŝƚĂƚŝǀĞ ƌĞƐĞĂƌĐŚĞƌƐ ĨĂĐĞ Ă
conflict between conveying detailed, accurate accounts of the social world 
and protecting the identities of the individuals who participated in the 
ƌĞƐĞĂƌĐŚ ?  ? ? ? ? ? P  ? ? ? ? ? ? ^ŚĞ ĐƌŝƚŝĐĂůůǇ ŽƵƚůŝŶĞĚ ǁŚĂƚ ƐŚĞ ƌĞĨĞƌƌĞĚ ƚŽ ĂƐ ƚŚĞ
 ‘ĚŽŵŝŶĂŶƚĂƉƉƌŽĂĐŚ ?ƚŽŵĂŝŶƚĂŝŶŝŶŐĐŽŶĨŝĚĞŶƚŝĂůŝƚǇ ?ǁŚŝĐŚĨŽĐƵƐĞƐŽŶŵĂŬŝŶŐ
participants unidentifiable, with an alternaƚŝǀĞ ƚŚĂƚ  ‘ĞŵƉŚĂƐŝƐĞƐ Ă ŵŽƌĞ
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ŶƵĂŶĐĞĚ ĐŽŶƐĞŶƚ ƉƌŽĐĞƐƐ ĂŶĚ ƚĂŬĞƐ ŝŶƚŽ ĂĐĐŽƵŶƚ ƚŚĞ ĂƵĚŝĞŶĐĞƐ ŽĨ ŽŶĞ ?Ɛ
ƌĞƐĞĂƌĐŚ ? ? ? ? ? ? P ? ? ? ? ? ? 
 
In the dominant approach, the researcher takes responsibility for deciding 
ǁŚĂƚ ĂƐƉĞĐƚƐ ŽĨ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ƐƚŽƌŝĞƐ ŶĞĞĚ ƚŽ ďĞ ĐŚĂŶŐĞĚ to maintain 
confidentiality. Kaiser outlines how issues of confidentiality can be addressed 
ƚŚƌŽƵŐŚ  ‘ĚĂƚĂ ĐůĞĂŶŝŶŐ ? ? ĨŽƌ ĞǆĂŵƉůĞ ? ƌĞŵŽǀŝŶŐ ŶĂŵĞƐ ?ĂĚĚƌĞƐƐĞƐ ? ĞƚĐ ?
,ŽǁĞǀĞƌ ? ‘ƵŶŝƋƵĞĐŽŵďŝŶĂƚŝŽŶƐŽĨƚƌĂŝƚƐĐĂŶďĞƵƐĞĚƚŽŝĚĞŶƚŝƚǇƌĞƐƉŽŶĚĞŶƚƐ ?
(2009: 1635). AltŚŽƵŐŚ ĚĂƚĂ ĐůĞĂŶŝŶŐ ŵĂǇ ƌĞŵŽǀĞ  ‘ƉĞƌƐŽŶĂů ŝĚĞŶƚŝĨŝĞƌƐ ? ?
 ‘ĐŽŶƚĞǆƚƵĂů ŝĚĞŶƚŝĨŝĞƌƐ ? ŝŶ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ƐƚŽƌŝĞƐ ǁŝůů ƌĞŵĂŝŶ ?  ? ? ? ? ? P  ? ? ? ? ? ? ĨŽƌ
example, unusual life events. In these cases, details within the data may also 
ŶĞĞĚƚŽďĞĂůƚĞƌĞĚ ?zĞƚ ?ĚŽŝŶŐƐŽĐĂŶ ‘Ăůter or destroy the original meaning of 
ƚŚĞ ĚĂƚĂ ?  ? ? ? ? ? P  ? ? ? ? ? ? ZĞĂĚĞƌƐ ǁŝůů ƚǇƉŝĐĂůůǇ ŶŽƚ ŬŶŽǁƚŚĞ ĞǆƚĞŶƚ ƚŽ ǁŚŝĐŚ
ĚĂƚĂ ĐůĞĂŶŝŶŐ ŚĂƐ ƚĂŬĞŶ ƉůĂĐĞ ĂŶĚ ĂƌĞ  ‘ƚŚĞƌĞĨŽƌĞ ƵŶĂďůĞ ƚŽ ĐŽŶƐŝĚĞƌ ƚŚĞ
significance of the changes for their interpretations of the data or for the 
ǀĂůŝĚŝƚǇŽĨƚŚĞĚĂƚĂ ? ? ? ? ? ? P ? ? ? ? ? ?dŚĞĂůƚĞƌŶĂƚŝǀĞƚŽĐŚĂŶŐŝŶŐŬĞǇĚĞƚĂŝůƐ ?ŝƐƚŽ
leave some data out all together. The issue here is that data might provide 
key insights that could inform policy or practice if disseminated (Kaiser 2009). 
A key weakness to the dominant approach is that whilst it may ensure 
 ‘ĞǆƚĞƌŶĂů ĐŽŶĨŝĚĞŶƚŝĂůŝƚǇ ? ŝ ?Ğ ? ƚŽ ƚŚĞ ŽƵƚƐŝĚĞ ǁŽƌůĚ ? ŝƚ ĚŽĞƐ ŶŽƚ ŶĞĐĞƐƐĂƌŝůǇ
ensure confidentiality if findings are read by those close to the participant 
(Kaiser 2009). 
 
<ĂŝƐĞƌ ?s alternative approach seeks to ensure participants are better informed 
about the use of their data  W who the audience for the research will be and 
how it will be disseminated  W and revising the informed consent process. She 
feels consent should be an ongoing process, which presents participants with 
a range of confidentiality options. Kaiser said participants may then opt to be 
ŝĚĞŶƚŝĨŝĞĚ ? ďƵƚ ŶĞĞĚ ƚŽ ďĞ ŵĂĚĞ ĂǁĂƌĞ ƚŚĂƚ  ‘ƚŚĞ ĨŝŶĂů ƉƌĞƐĞŶƚĂƚŝŽŶ ŽĨ ƚŚĞŝƌ
ǀŝĞǁƐŵŝŐŚƚŶŽƚďĞĞŶƚŝƌĞůǇǁŚĂƚƚŚĞǇĞŶǀŝƐŝŽŶĞĚ ? ? ? ? ?9: 1638).  
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/ĂĚŽƉƚĞĚƚŚĞ ‘ĚŽŵŝŶĂŶƚĂƉƉƌŽĂĐŚ ? ?EĂŵĞƐ ?ĂĚĚƌĞƐƐĞƐ ?ŚŽƐƉŝƚĂůƐ ?ĐŽŶƐƵůƚĂŶƚƐ ?
ũŽď ƚŝƚůĞƐ ? ĞƚĐ ? ǁĞƌĞ ĂŶŽŶǇŵŝƐĞĚ ŝŶ Ă  ‘ĚĂƚĂ ĐůĞĂŶŝŶŐ ? ĞǆĞƌĐŝƐĞ ? /Ŷ ĂĚĚŝƚŝŽŶ ?
ƐƉĞĐŝĨŝĐ ĚĞƚĂŝůƐ ĂďŽƵƚ ƚŚĞ ƉĂƌƚŝĐŝƉĂŶƚƐ ĂŶĚ ƚŚĞŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ǁĞƌĞ
sometimes altered. For exaŵƉůĞ ?ŝĨĂƉĂƌƚŝĐŝƉĂŶƚŵĞŶƚŝŽŶĞĚƚŚĞǇŚĂĚĂ ‘ƐŽŶ ? ?/
ŵŝŐŚƚ ŚĂǀĞ ƌĞƉŽƌƚĞĚ ƚŚĂƚ ƚŚĞǇ ŚĂĚ Ă  ‘ĐŚŝůĚ ? ? ,ĞƌĞ ? ǁŚŝůƐƚ ƚŚĞ ƐƉĞĐŝĨŝĐƐ ŵĂǇ
have been altered, every effort was made to ensure the context or meaning 
of the data was not compromised. I also chose to leave some data out of the 
ƐƚƵĚǇ ? /ƚǁĂƐĐůĞĂƌ ŝŶ ƐŽŵĞ ĐĂƐĞƐ ƚŚĂƚ  ‘ĐŽŶƚĞǆƚƵĂů ŝĚĞŶƚŝĨŝĞƌƐ ? ĐŽƵůĚ ƚŚƌĞĂƚĞŶ
the confidentiality of participants (Kaiser 2009) ?<ĂŝƐĞƌƐĂŝĚ ‘ƐŚĞůǀŝŶŐƚŚĞĚĂƚĂ
ĂďŽƵƚ Ă ƉĂŝŶĨƵů ƉĂƌƚ ŽĨ ƐŽŵĞŽŶĞ ?Ɛ ĐĂŶĐĞƌ ĞǆƉĞƌŝĞŶĐĞ ǁĂƐ ƵŶƐĞƚƚůŝŶŐ ?  ? ? ? ? ? P
1634). I too feel uncomfortable not presenting exactly what was shared by the 
participants, but at the same time, the in-depth, context-rich approach I took 
means someone could read a case and identify a participant. I am ethically 
and morally obligated to prevent that from happening.  
 
Informed consent 
 
All potential participants received an information sheet and consent form. 
They had the opportunity to discuss the study with me prior to, and after, 
receiving the information sheet. If they decided to take part, they signed a 
consent form and sent it back to me before any interviews took place. I made 
participants aware through the information sheet and discussions prior to the 
interviews that they were able to withdraw at any time without giving an 
explanation.  
 
Health and safety issues for lone researchers 
 
Health and safety issues regarding lone researchers were taken into 
consideration. I consulted the School of Nursing Guidance for staff who 
undertake research as lone workers, as well as the Suzy Lamplugh Trust and 
my supervisors. I subsequently conducted a risk assessment and followed 
examples of best practice outlined in the Guidance, to ensure risks associated 
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with interviewing members of the public alone were minimised. I ensured a 
colleague or friend knew who I was meeting, where and at what time. I always 
carried a mobile phone with me and gave a time by which I would call to let 
that person know I was safe.  
 
Many researchers conducting research on cancer survivorship conduct 
interviews ŝŶƉĂƌƚŝĐŝƉĂŶƚƐ ?ŚŽŵĞƐ ?dŚĞ ƌŝƐŬĂƐƐĞƐƐŵĞŶƚ ?alongside discussions 
with my supervisors, deemed this generally unsuitable, as participants were 
members of the public and, as such, had not been vetted, for example, by 
healthcare professionals. Therefore the majority of interviews took place in 
private rooms in local community settings, where other members of the 
public/staff would be available if necessary. If this was not possible, the 
individual case was raised with my supervisors and a decision made as to 
where/how the interview could take place. Alternatives included conducting 
interviews by telephone. However, in the event, some interviews were 
ĐŽŶĚƵĐƚĞĚ ŝŶ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ŚŽŵĞƐ ? /Ŷ ƚŚĞƐĞ ĞǆĐĞƉƚŝŽŶĂů ĐŝƌĐƵŵƐƚĂŶĐĞƐ ?
participants were accounted for by the gatekeeper through whom they were 
recruited, for example, a cancer volunteer coordinator.   
 
Interview process 
 
I planned to conduct up to three interviews for each case: two with the 
individual who was living five years or more after a cancer diagnosis and one 
ƐĞƉĂƌĂƚĞŝŶƚĞƌǀŝĞǁǁŝƚŚĂ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ? ?DƵůƚŝƉůĞŝŶƚĞƌǀŝĞǁƐĂŝŵĞĚƚŽŐŝǀĞ
depth to each case. The approach I took allowed the individual who had been 
diagnosed with cancer to tell their story in the own way, but also gave me the 
opportunity to explore my specific research interest in long-term cancer 
ƐƵƌǀŝǀŽƌƐŚŝƉ ?/ƚǁĂƐĨĞůƚŝŶƚĞƌǀŝĞǁƐǁŝƚŚ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ǁĞƌĞŶĞĐĞƐƐĂƌǇƚŽ
explore the impact of cancer on relationships, as well as elements of Little et 
al ? ?Ɛ  ? ? ? ? ? ? ĐŽŶĐĞƉƚ ŽĨ ůŝŵŝŶĂůŝƚǇ ? &Žƌ ĞǆĂŵƉůĞ ? ƚŽ ĞǆƉůŽƌĞ  ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞ
ĂůŝĞŶĂƚŝŽŶ ?ŝƚǁĂƐŝŵƉŽƌƚĂŶƚƚŽƵŶĚĞƌƐƚĂŶĚŚŽǁ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ƉĞƌĐĞŝǀĞĚ
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the individual diagnosed with cancer, and the impact they feel cancer has had 
on their relationship with them
25
. 
 
A single, open-ĞŶĚĞĚ ƋƵĞƐƚŝŽŶ ǁĂƐ ĂƐŬĞĚ ? ĂŝŵĞĚ Ăƚ  ‘ŝŶĚƵĐŝŶŐ ŶĂƌƌĂƚŝǀĞ ?
 ?tĞŶŐƌĂĨ ?  ? ? ? ? P  ? ? ? ? ? tĞŶŐƌĂĨ  ? ? ? ? ? ? ƌĞĨĞƌƐ ƚŽ  ‘ƐŝŶŐůĞ ƋƵĞƐƚŝŽŶƐ ŝŶĚƵĐĞ
ŶĂƌƌĂƚŝǀĞ ?  ?^Yh/E ? ? ĨƵůů^Yh/EǁŽƵůĚďĞƚŚĞ ůŝĨĞ ƐƚŽƌǇĂƉƉƌŽĂĐŚ ?ďƵƚ ƚŚĞƌĞ
ĐĂŶ ĂůƐŽ ďĞ ^Yh/E ƚŚĂƚ ŚĂǀĞ Ă  ‘ĐŽŶĐĞƉƚƵĂů ĨŽĐƵƐ ? ? ĨŽƌ ĞǆĂŵƉůĞ ? Ă ƐƉĞĐŝĨŝĐ
ƉŚĂƐĞ ŝŶ ƐŽŵĞŽŶĞ ?Ɛ ůŝĨĞ Žƌ ĨŽĐƵƐ ŽŶ ƐƉĞĐŝĨŝĐ ŝƐƐƵĞƐůŝŬĞ ĂŶ ŝůůŶĞƐƐ ? Ă
relationship, a personal experience, etc. as per my study (Wengraf 2001). 
Wengraf asserts that, in his biographic-narrative interpretive method (BNIM), 
the researcher engages in little further intervention after the SQUIN, thus 
giving control to the participant to allow them to tell their story in their own 
way. Encouraging, rather than directing, narrative is the primary purpose of 
the interview interaction (Holstein and Gubrium 1995).  
 
/ŶƐŽŵĞǁĂǇƐ ?ŵǇĂƉƉƌŽĂĐŚǁĂƐƐŝŵŝůĂƌƚŽtĞŶŐƌĂĨ ?ƐE/D ?&ŝŐƵƌĞ ? ? ? ? ?/ĚŝĚ
not explicitly followed his method, just some of his ideas. The BNIM includes 
ĂƚůĞĂƐƚƚǁŽŝŶƚĞƌǀŝĞǁƐ ?ǁŚŝĐŚĐŽǀĞƌƚŚƌĞĞ ‘ƐƵď-ƐĞƐƐŝŽŶƐ ? ?,ĞƐƵŐŐĞƐƚƐƐĞƐƐŝŽŶ
two should occur quite soon after session one (often after a short break), and 
that session three requires analysis of first two sessions (Wengraf 2001). My 
approach combined sessions one and two in the first interview, and then I 
used an approach similar to session three in the follow-up interview. 
Essentially, I allowed the participant to share their story in their own way, and 
then probed that story for further detail. A semi-structured interview 
schedule was used in the follow-up interview, which covered questions 
pertaining to my research objectives (Appendix 13). I also used the follow-up 
interview to check dates, treatments, etc. and clarify anything I was unsure of 
from the narrative interview. However, as Figure 5.3 shows, the interview 
process evolved to reach this point. It did not always proceed as planned, as a 
result of challenges faced by myself as an interviewer (See Challenge 1 below 
                                                        
25
 It was beyond the scope of the study to explore the impact of cancer ŽŶƚŚĞ ‘ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌ ? ? 
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and Figure 5.4) and by participants. For example, some participants found it 
difficult to sustain their narrative. In these instances, I asked broad questions 
from the follow-up interview schedule to help them share their story in more 
depth. Flexibility in the approach was key to successful interviews.  
 
Figure 5.2: The biographic-narrative interpretive method (BNIM) 
Sub-session 1 Initial elaboration of the story around topics 
Single initial question 
Note down topics that come up in the narrative 
Sub-session 2 Extracting more story from the topics discussed in sub-session 1 
Asked for more information about the topics raised 
Follow the order the topics were raised in, use the language they used 
No additional topics to be raised by the interviewer 
Sub-session 3 Questions arising from the analysis 
Develop a set of questions in light of central research questions  
Directed by the interviewer, structured 
Can mention topics not mentioned previously 
(Wengraf, 2001: 120). 
Figure 5.3: Evolution of the interview process 
 
How the first interviews went How the latter interviews went 
Interview 1 
Narrative 
Probe narrative 
Some direct questions  
on LTCS 
Initial analysis 
Interview 2 
Probe the initial interview further 
Some direct questions on LTCS 
Interview 1 
Initial analysis 
Narrative 
Probe narrative 
Check disease trajectory 
Check meanings 
Semi-structured questions/ 
interview schedule - LTCS 
Interview 2 
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ŚĂůůĞŶŐĞ ? P ‘'ŽŝŶŐǁŝƚŚƚŚĞĨůŽǁ ? 
 
Gunaratnam suggests one of the most challenging skills for a narrative 
ƌĞƐĞĂƌĐŚĞƌ ŝƐ ƚŽ  “ŐŽ ǁŝƚŚ ƚŚĞ ĨůŽǁ ?  ? ? ? ? ? P  ? ? ?- to allow the narrative to 
ĞŵĞƌŐĞ ŝŶ ŝƚƐ ŽǁŶ ǁĂǇ ? ǁŝƚŚŽƵƚ ŝŶƚĞƌƌƵƉƚŝŽŶ ?  ‘ŶŽ ŵĂƚƚĞƌ ŚŽǁ incoherent or 
 “ŽĨĨ ƚŚĞ ƉŽŝŶƚ ? ? ĂĐĐŽƵŶƚƐ ĐĂŶ ĨĞĞů  ? ? ? ? ? P  ? ? ? ? dŚŝƐ ŝƐ ďĞĐĂƵƐĞ ƐĞĞŵŝŶŐůǇ
unrelated parts of the narrative can be connected and it is only by allowing 
ƚŚĞ ƐŚĂƉĞ Žƌ  “ŐĞƐƚĂůƚ ? ŽĨ ƚŚĞ ƐƚŽƌǇ ƚŽ ĚĞǀĞůŽƉ ƚŚĂƚƚŚĞ ŵĞĂŶŝŶŐ ŽĨ ƚŚĞƐĞ
seemingly unrelated narratives can be explicated (Gunaratnam 2009). To do 
ƚŚŝƐ ? 'ƵŶĂƌĂƚŶĂŵ ĂĚǀŽĐĂƚĞƐ tĞŶŐƌĂĨ ?Ɛ ĂƉƉƌŽĂĐŚ P ĂƐŬŝŶŐ Ă ^Yh/E ? ǁŝƚŚ
subsequent questions drawn directly from the narrative. I tried to adopt this 
approach in the narrative interviews. However, Figure 5.4 is an excerpt from 
ŵǇƌĞĨůĞǆŝǀĞůŽŐ ?ǁŚŝĐŚŽƵƚůŝŶĞƐŚŽǁĚŝĨĨŝĐƵůƚ/ĨŽƵŶĚŝƚƚŽ ‘ŐŽǁŝƚŚƚŚĞĨůŽǁ ? ?
 
&ŝŐƵƌĞ ? ? ? PDǇĞǆƉĞƌŝĞŶĐĞŽĨ ‘ŐŽŝŶŐǁŝƚŚƚŚĞĨůŽǁ ? 
I found it very difficult to allow the narrative to emerge in its own way, without interruption. 
/ŶŝƚŝĂůůǇ/ĨĞůƚ/ǁĂƐŶ ?ƚĂĐƚƵĂůůǇĚŽŝŶŐĂŶǇƚŚŝŶŐ ?ƚŚĂƚ/ŚĂĚƚŽĂƐŬƉƌŽďŝŶŐƋƵĞƐƚŝŽŶƐ ?ďƵƚĂƐƐŽŽŶ
as I asked one question, participants looked to me for further questions, and instantly the 
free-flowing narrative, shaped by the participant, was over. So I had to jot down what I 
wanted to find out more about (which I felt self-conscious doing as I worried participants 
might be concerned about what I was noting down) and forced myself to wait until they had 
finished their story. This felt really disjointed to begin with, going back to probe something 
they had said half an hour before, but it did allow the narrative to flow and let the participant 
tell their story on their terms. It got easier, but it was by no means natural to me. 
 
Challenge 2: Separate or joint interviews with individuals diagnosed with 
cancer ĂŶĚƚŚĞŝƌ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? ? 
 
An issue discussed at length with my supervisors was whether interviews with 
individuals who had been diagnosed and their  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ƐŚŽƵůĚ ďĞ
conducted separately or jointly. There are merits and limitations to each 
approach, as well as ethical considerations (Table 5.3, based on Taylor and de 
Vocht (2011)). Taylor and de Vocht suggest the presence of a partner can 
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 ‘ĨĂĐŝůŝƚĂƚĞ Žƌ ĐŽŶƐƚƌĂŝŶ ƚŚĞ ŶĂƌƌĂƚŝǀĞ ǁŝƚŚŝŶ ĂŶ ŝŶƚĞƌǀŝĞǁ ? ĂŶĚ ĐĂŶ ƚŚĞƌĞĨŽƌĞ
ĞŝƚŚĞƌĞŶŚĂŶĐĞŽƌůŝŵŝƚƚŚĞƌŝĐŚŶĞƐƐŽĨƚŚĞĚĂƚĂĐŽůůĞĐƚĞĚ ? ? ? ? ? ? P ? ? ? ? ? ?During 
a study on the needs of cancer patients and carers, the researcher found that 
joint interviews generated rich data and highlighted avenues for further 
inquiry (Morris 2001). Morris ĨĞůƚĂƉĂƌƚŶĞƌ ?ƐƉƌĞƐĞŶĐĞ ‘did not seem to inhibit 
talk about sensitive subjects, such as death and difficult emotions; it even at 
ƚŝŵĞƐ ƉƌŽǀŽŬĞĚ ĞǆƚƌĂ ĚŝƐĐůŽƐƵƌĞ ?  ? ? ? ? ? P  ? ? ? ? ? ,ŽǁĞǀĞƌ ? ũŽŝŶƚ ŝŶƚĞƌǀŝĞws can 
be a source of conflict or distress if the relationship is under strain, perhaps as 
a result of the topic under study (Taylor and de Vocht 2011).  
 
Table 5.3: Advantages and disadvantages of separate and joint interviews 
Type Advantages Disadvantages 
Joint  Can corroborate or supplement 
ĞĂĐŚ ŽƚŚĞƌ ?Ɛ ƐƚŽƌŝĞƐ ? ĂŶĚ  ‘ƉƌŽďĞ ?
correct, challenge, or introduce 
ĨƌĞƐŚƚŚĞŵĞƐ ?ĨŽƌĚŝƐĐƵƐƐŝŽŶ 
 
Provides insights into the dynamics 
of the couple  
 
Potential to cause distress   
 
Responses to sensitive questions 
influenced by presence of a spouse. Feel 
ƚŚĞǇ ŶĞĞĚ ƚŽ ŐŝǀĞ  ‘ƐŽĐŝĂůůǇ ĂĐĐĞƉƚĂďůĞ ?
answers to both researcher and spouse 
 
Might expose conflict within the 
relationship  
 
Potential for harm if one partner discloses 
something the other was unaware of 
Separate  Able to express own views: 
 ‘ƉĞŽƉůĞ ?Ɛ ĞǆƉĞƌŝĞŶĐĞƐ ĂƌĞ ŶŽƚ
identical to those of their partners, 
and capturing these unique 
perspectives might be easier in 
ƐĞƉĂƌĂƚĞŝŶƚĞƌǀŝĞǁƐ ? 
 
Can speak without inhibition  
 
Therapeutic effect  
Potential to cause distress  
 
There is a possibility that participants will 
be able to recognise their partners in 
reports/findings so care needs to be taken 
to preserve anonymity  
(Taylor and de Vocht, 2011: 1577) 
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Forbat and Henderson (2003) discussed some of the ethical issues that arise 
when conducting separate interviews with two people within a relationship. 
For example, if one of the participants mentions a particular episode, they 
question whether it would be ethical to ask the other participant directly 
about that episode. If the other participant does speak about it, it raises 
questions about the ethics of publishing accounts from both participants 
alongside each other and confidentiality between the participants (Forbat and 
Henderson 2003). For them, the challenge of confidentiality arises because 
the amount of information that could identify participants is doubled. They 
ƐƵŐŐĞƐƚ  ‘ĐĂƌĞĨƵů ĂŶĚ ĐƌŝƚŝĐĂů ĨŝĐƚŝŽŶĂůŝƐŝŶŐ ŽĨ Ăccounts that are used in 
ƉƵďůŝĐ ?ĂĐĂĚĞŵŝĐĚŽŵĂŝŶƐ ? ŝƐŶĞĞĚĞĚƚŽĂŶŽŶǇŵŝƐĞ ƉĂƌƚŝĐŝƉĂŶƚ ƐƚŽƌŝĞƐ  ? ? ? ? ? P
1459).  
 
I decided to conduct the interviews separately (See Appendices 13 and 14 for 
the interview schedules). The rationale for this was based, in part, on my 
professional background. I am a social scientist, not a nurse, or relationship 
counsellor. I did not feel equipped to manage any potential difficulties that 
may have arisen during the conduct of joint interviews. Also, I wanted 
participants and their  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ƚŽ ďĞ ĂďůĞ ƚŽ ƐƉĞĂŬ ǁŝƚŚŽƵƚ
inhibition, and felt they would be more able to do so in one-to-one 
interviews. It was made clear in the information sheets to both participants 
ĂŶĚ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ƚŚĂƚƚŚĞǇǁĞƌĞƚŽďĞŝŶƚĞƌǀŝĞǁĞĚƐĞƉarately. However, 
I was aware that some individuals might not feel comfortable with this. The 
situation arose on one occasion so I went ahead with a joint interview. The 
ƉĂƌƚŝĐŝƉĂŶƚƐ ũŽŐŐĞĚ ĞĂĐŚ ŽƚŚĞƌ ?Ɛ ŵĞŵŽƌŝĞƐ ? ĐůĂƌŝĨŝĞĚ ?ĞůĂďŽƌĂƚĞĚ ĂŶĚ
challenged. However, I did feel uncomfortable when issues arose regarding 
their relationship. I did not want, nor did I feel able, to discuss the problems in 
their relationship. Equally, I did not want to leave them to deal with those 
feelings when the interview was over. 
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Transcription 
 
Interviews were recorded and transcribed soon afterwards. Transcribing is an 
interpretive act. How interviews are transcribed depends on whether the 
analysis focuses on the content or structure of the narrative. All interviews 
were transcribed verbatim but umms, pauses, overlapping speech, etc. were 
omitted, as the focus was generally on the content of the narratives. I 
transcribed just over half of the interviews, and the remainder were sent to a 
specialist transcription service, recommended by the University. Whilst I 
wanted to gain transcribing experience and start to immerse myself in the 
data, time constraints
26
 meant it was necessary to send some recordings to a 
transcriber. I transcribed particularly emotive or sensitive interviews as I did 
not want the transcriber to become distressed. Equally, if I was concerned a 
participant might be identified, I transcribed the interview to maintain 
confidentiality. 
 
Analytical approach 
 
ZŝĞƐƐŵĂŶ ĂƌŐƵĞƐ ƚŚĂƚ ŶĂƌƌĂƚŝǀĞ ƌĞƐĞĂƌĐŚ ŚĂƐ  ‘ƌĞĂůŝƐƚ ?postmodern and 
ĐŽŶƐƚƌƵĐƚŝŽŶŝƐƚ ƐƚƌĂŶĚƐ ?  ? ? ? ? ? P  ? ? ? ǁŚŝĐŚ ŵĞĂŶƐ ƚŚĂƚƌĞƐĞĂƌĐŚĞƌƐ ĂĚŽƉƚŝŶŐ
these different perspectives argue over the most appropriate approach to 
analysis.  However, what is clear is that narratives are interpretive and, in 
turn, require interpretation (Riessman 1993). 
 
&ŝŶĚŝŶŐĂďĂůĂŶĐĞďĞƚǁĞĞŶƚŚĞ ‘ǁŚĂƚƐ ?ĂŶĚ ‘ŚŽǁƐ ?ŽĨŬŶ ǁůĞĚŐĞƉƌŽĚƵĐƚŝŽŶ 
 
The narrative turn saw an increasing focus on the relationship between the 
researcher and participant. The narrative interview is as an active process 
between the interviewer and the interviewee (Mishler 1986, Holstein and 
                                                        
26
 I planned to conduct the follow-up interview 3 to 4 weeks after the first narrative interview. 
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Gubrium 1995, Holstein and Gubrium 2004) ? /Ŷ ƚĂŬŝŶŐ ƚŚŝƐ  ‘ĂĐƚŝǀĞ ? ? ĐŽ-
constructed approach to the interview interaction, Holstein and Gubrium 
ŚŝŐŚůŝŐŚƚ ƚŚĂƚ ƉĂǇŝŶŐ ĂƚƚĞŶƚŝŽŶ ƚŽ  ‘ďŽƚŚ ƚŚĞ ŝŶƚĞƌǀŝĞǁ ƉƌŽĐĞƐƐ ĂŶĚ ƚŚĞ
ƉƌŽĚƵĐƚƐƚŚĂƚ ŝŶƚĞƌǀŝĞǁƐŐĞŶĞƌĂƚĞ ?  ? ? ? ? ? P  ? ? ? ? ŝƐ ŝŵƉŽƌƚĂŶƚ ?ƐƐƵĐŚ ?Ă  ‘ĚƵĂů
interest in the hows and whats of meaning production goes hand in ŚĂŶĚ ?
(Holstein and Gubrium, 2004: 142). Whilst they adopt a constructionist 
epistemology, Holstein and Gubrium acknowledge a balance is needed 
ďĞƚǁĞĞŶƚŚĞƌĞĂůŝƐƚĨŽĐƵƐŽŶƚŚĞ  ‘ǁŚĂƚƐ ?  ?ĚĞƐĐƌŝƉƚŝŽŶƐŽĨĞǆƉĞƌŝĞŶĐĞ ?ĂƐǁĞůů
as the constructionist perspective on how ŝŶƚĞƌǀŝĞǁ ƚĂůŬ ŝƐ ƉƌŽĚƵĐĞĚ P  ‘ƚŚĞ
ĨŽĐƵƐ ŝƐ ĂƐ ŵƵĐŚ ŽŶ ƚŚĞ ĂƐƐĞŵďůǇ ƉƌŽĐĞƐƐ ĂƐ ŽŶ ǁŚĂƚ ŝƐ ĂƐƐĞŵďůĞĚ ?  ? ? ? ? ? P
 ? ? ? ? ? /Ŷ ƚŚŝƐ ƌĞƐƉĞĐƚ ƚŚĞǇ ĚŽ ŶŽƚ ĂůůŽǁ ƚŚĞ ĚĂƚĂ ƚŽ  ‘ƐƉĞĂŬ ĨŽƌ ƚŚĞŵƐĞůǀĞƐ ?
(2004: 156) but the process by which knowledge is actively, and jointly, 
constructed by the participant and interviewer, is considered. Whilst Holstein 
ĂŶĚ'ƵďƌŝƵŵĂƌŐƵĞƚŚĂƚƵŶĚĞƌƐƚĂŶĚŝŶŐƚŚĞ ‘ŚŽǁƐŽĨƐŽĐŝĂůƉƌŽĐĞƐƐ ?ŝƐĐƌŝƚŝĐĂů
ƚŽƵŶĚĞƌƐƚĂŶĚŝŶŐƚŚĞ ‘ǁŚĂƚƐŽĨůŝǀĞĚĞǆƉĞƌŝĞŶĐĞ ? ? ? ? ?  P ? ? ?ƚŽŽŵƵĐŚĨŽĐƵƐŽŶ
ƚŚĞ  ‘ŚŽǁƐ ? ŶĞŐůĞĐƚƐ ƚŚĞ ƐŝŐŶŝĨŝĐĂŶĐĞ ŽĨ ƚŚĞ  ‘ǁŚĂƚƐ ? ?Ɛ ƐƵĐŚ ? ,ŽůƐƚĞŝŶ ĂŶĚ
'ƵďƌŝƵŵƐƵŐŐĞƐƚƚŚĂƚĂďĂůĂŶĐĞŝƐŶĞĞĚĞĚ ?ǁŝƚŚĂŐƌĞĂƚĞƌĨŽĐƵƐŽŶ ‘ƐƵďƐƚĂŶĐĞ
ĂŶĚĐŽŶƚĞŶƚ ? ? ? ? ? ? P ? ? ?tŚŝůƐƚƌĞĂůŝƐƚƐĂƌĞƉƌŝŵĂƌŝůǇŝŶƚĞƌĞƐƚĞĚŝŶƚŚĞĐŽŶƚĞŶƚ
of interviews, reflexive discussion of the interview interaction (what Mishler 
 ? ? ? ? ? ?ƌĞĨĞƌƌĞĚƚŽĂƐƚŚĞ ‘ŝŶƚĞƌĂĐƚŝŽŶĂůĐŽŶƚĞǆƚ ? ? ‘ĚĞŵŽŶƐƚƌĂƚĞƐƚŚĂƚƚŚĞǇ ?ĂƌĞ ?
also sensitive to the way that meaning [is] constructed as part of the interview 
ŝŶƚĞƌĂĐƚŝŽŶ ? ?ůůŝŽƚƚ ? ? ? ? ? P ? ? ? ?
 
This approach fits well with the subtle realist underpinnings of the study, and 
ĨŽƌŵĞĚ ƚŚĞ ďĂƐŝƐ ŽĨ ŵǇ ĂŶĂůǇƚŝĐĂů ĂƉƉƌŽĂĐŚ ? ŽŶƚĞŶƚ  ?ƚŚĞ ‘ǁŚĂƚƐ ? ? ǁĂƐ ŽĨ
primary importance, but reflexive discussion of the interview interaction 
addressed my role in the construction of knowleĚŐĞ  ?ƚŚĞ  ‘ŚŽǁ ? ? ? / ǁĂƐ ĂůƐŽ
ŝŶƚĞƌĞƐƚĞĚŝŶƚŚĞĚŝƐĐŽƵƌƐĞŽĨ ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ?ƐŽĂƚƚĞŶƚŝŽŶǁĂƐƉĂŝĚƚŽůĂŶŐƵĂŐĞ
in terms of how participants described themselves, and their perceptions of 
terminology used to describe them. To explore the interview interaction I 
engaged in various reflexive practices. I maintained both reflexive and 
methods logs (Carter 1993, Shapiro et al. 1997, Clandinin and Connelly 2000) 
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and held post-interview debriefs to discuss any concerns/learnings taken from 
the interviews. Interviewees were also asked about the interview experience, 
including what motivated them to take part.  
 
Approaches to narrative analysis 
 
Lieblich et al. (1998) developed a model for organising types of narrative 
analysis: holistic vs. categorical and content vs. form approaches. Categorical 
ĂƉƉƌŽĂĐŚĞƐ ĨŽĐƵƐ ŽŶ ĐŽŶƚĞŶƚ ĂŶĂůǇƐŝƐ P  ‘ƚŚĞ ŽƌŝŐŝŶĂů ƐƚŽƌǇ ŝƐ ĚŝƐƐĞĐƚĞĚ ?and 
sections or single words belonging to a defined category are collected from 
ƚŚĞ ĞŶƚŝƌĞ ƐƚŽƌǇ Žƌ ĨƌŽŵ ƐĞǀĞƌĂů ƚĞǆƚƐ ďĞůŽŶŐŝŶŐ ƚŽ Ă ŶƵŵďĞƌ ŽĨ ŶĂƌƌĂƚŽƌƐ ?
(1998: 12). Holistic approaches focus on the life story as a whole where 
 ‘ƐĞĐƚŝŽŶƐ ŽĨ ƚŚĞ ƚĞǆƚ ĂƌĞ ŝŶterpreted in the context of other parts of the 
ŶĂƌƌĂƚŝǀĞ ? ? ? ? ? ? P ? ? ? ?dŚĞƐĞƚǁŽĚŝŵĞŶƐŝŽŶƐŝŶƚĞƌƐĞĐƚƚŽĨŽƌŵĂŵĂƚƌŝǆ ?&ŝŐƵƌĞ
5.5). However, Lieblich et al. (1998) acknowledge the categories are not clear-
ĐƵƚ ĂŶĚ ĂƐ ƐƵĐŚ ƚŚĞƌĞ ĂƌĞ ƉŽƐƐŝďŝůŝƚŝĞƐ ĨŽƌ  ‘ŵŝĚĚůĞ ƉŽŝŶƚƐ ? ǁŝƚŚŝŶ ƚŚĞ ŵĂƚƌŝǆ ?
Indeed, they suggest many studies combine various dimensions and that their 
ĚŝĐŚŽƚŽŵŝĞƐ ƐŚŽƵůĚ ƌĞĂůůǇ ďĞ ǀŝĞǁĞĚ Ă ƚǁŽ  ‘ĐŽŶƚŝŶƵĂ ? ? &Žƌ ĞǆĂŵƉůĞ ? ƚŚĞǇ
argue that even when considering form, content cannot be ignored, neither 
can separating the category from the whole.  
 
Figure 5.5: Lieblich et al ? ?ƐŵĂƚƌŝǆŽĨĂƉƉƌŽĂĐŚĞƐƚŽŶĂƌƌĂƚŝǀĞĂŶĂůǇƐŝƐ 
Holistic-content (case studies) Holistic-form (plots e.g. comedy, tragedy) 
Categorical-content (content analysis) Categorical-ĨŽƌŵ  ? ‘ĚŝƐĐƌĞƚĞ stylistic or linguistic 
ĐŚĂƌĂĐƚĞƌŝƐƚŝĐƐ ŽĨ ĚĞĨŝŶĞĚ ƵŶŝƚƐ ŽĨ ƚŚĞ ŶĂƌƌĂƚŝǀĞ ?
(1998: 13)) 
(Source: Lieblich et al., 1998) 
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Holistic-content approach: The three-dimensional narrative inquiry space 
 
This study adopted a holistic-content approach to analysing the narratives. 
This approach is appropriate when analysis aims to understanding the 
ŵĞĂŶŝŶŐŽĨĂŶŝŶĚŝǀŝĚƵĂů ?ƐƐƚŽƌǇ(Ollerenshaw and Creswell 2002). The specific 
holistic-content approach underpinning this study was Clandinin and 
ŽŶŶĞůůǇ ?Ɛ ? ? ? ? ? ?ƚŚƌĞĞ-dimensional narrative inquiry space.  
 
ůĂŶĚŝŶŝŶĂŶĚŽŶŶĞůůǇĐŝƚĞ:ŽŚŶĞǁĞǇ ?ƐǁƌŝƚŝŶŐƐŽŶƚŚĞŶĂƚƵƌĞŽĨĞǆƉĞƌŝĞŶĐĞ
ĂƐ ƚŚĞŝƌ  ‘ĐŽŶĐĞƉƚƵĂů ? ŝŵĂŐŝŶĂƚŝǀĞďĂĐŬĚƌŽƉ ?  ? ? ? ? ? P  ? ? ƚŽ ƚŚĞĚĞǀĞůŽƉŵĞŶƚŽĨ
the three-dimensional narrative inquiry space. Dewey believed experience to 
be both personal and social. Clandinin and Connelly explicate this assertion: 
 ‘ƉĞŽƉůĞĂƌĞ ŝŶĚŝǀŝĚƵĂůƐĂŶĚŶĞĞĚƚŽďĞƵŶĚĞƌƐƚŽŽĚĂƐƐƵĐŚ ? but they cannot 
be understood only as individuals. They are always in relation, always in a 
ƐŽĐŝĂů ĐŽŶƚĞǆƚ ?  ? ? ? ? ? P  ? ? ? ŶŽƚŚĞƌ ŽĨ ĞǁĞǇ ?Ɛ ĞůĞŵĞŶƚƐ ŽĨ ĞǆƉĞƌŝĞŶĐĞ ŝƐ
ĐŽŶƚŝŶƵŝƚǇ P ‘ĞǆƉĞƌŝĞŶĐĞƐŐƌŽǁŽƵƚŽĨŽƚŚĞƌĞǆƉĞƌŝĞŶĐĞƐ ?ĂŶĚĞǆƉĞƌŝĞŶĐĞƐůĞĂĚ
to further expĞƌŝĞŶĐĞƐ QĞĂĐŚƉŽŝŶƚŚĂƐĂƉĂƐƚĞǆƉĞƌŝĞŶƚŝĂůďĂƐĞĂŶĚůĞĂĚƐƚŽ
ĂŶĞǆƉĞƌŝĞŶƚŝĂů ĨƵƚƵƌĞ ?  ?ůĂŶĚŝŶŝŶĂŶĚŽŶŶĞůůǇ ?  ? ? ? ? P ? ? ?ƌŝŶŐŝŶŐ ƚŚĞƐĞ ƚǁŽ
elements (personal and social, and continuity) together, Clandinin and 
ŽŶŶĞůůǇĂƌŐƵĞƚŚĂƚǁĞ ‘ŵŽǀĞďĂĐŬĂŶĚĨŽƌƚŚbetween the personal and the 
social, simultaneously thinking about the past, present, and future, and do so 
in ever-ĞǆƉĂŶĚŝŶŐƐŽĐŝĂůŵŝůŝĞƵƐ ? ? ? ? ? ? P ?-3). Added to the personal-social and 
continuity is place ĂƐ ƚŚĞ ƚŚŝƌĚ ĚŝŵĞŶƐŝŽŶ  ‘ǁŚŝĐŚ ĂƚƚĞŶĚƐ ƚŽ ƚŚĞ ƐƉĞcific 
ĐŽŶĐƌĞƚĞ ƉŚǇƐŝĐĂů ĂŶĚ ƚŽƉŽůŽŐŝĐĂů ďŽƵŶĚĂƌŝĞƐ ŽĨ ŝŶƋƵŝƌǇ ůĂŶĚƐĐĂƉĞƐ ?  ? ? ? ? ? P
51). Ollerenshaw and Creswell (2002) outline how a researcher can analyse 
these aspects of the narrative inquiry space (Figure 5.6), as well as features of 
the narrative inquiry space (Figure 5.7). 
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Figure 5.6: Aspects of the three-dimensional narrative inquiry space 
Interaction involves both the personal and social. The researcher analyses a transcript for the 
personal experiences of the storyteller as well as the interaction of the individual with other 
people. Other people may have different intentions, purposes, and points of view on the 
topic of the story. 
 
Continuity (temporality) is central to narrative research. The researcher analyses a transcript 
ĨŽƌŝŶĨŽƌŵĂƚŝŽŶĂďŽƵƚƚŚĞƐƚŽƌǇƚĞůůĞƌ ?ƐƉĂƐƚĞǆƉĞƌŝĞŶĐĞƐ ?/ŶĂĚĚŝƚŝŽŶ ?ŝƚŝƐĂŶĂůǇƐĞĚĨŽƌƉƌĞƐĞŶƚ
experiences, or action to occur in the future. This way, the analyst considers the past, 
present, and future. 
 
Situation  ?ƉůĂĐĞ ? ŝŶǀŽůǀĞƐ ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ ůŽŽŬŝŶŐ ĨŽƌ ƐƉĞĐŝĨŝĐ ƐŝƚƵĂƚŝŽŶƐ ŝŶ ƚŚĞ ƐƚŽƌǇƚĞůůĞƌ ?Ɛ
landscape. This involves the physical places or the sequence of the storytelleƌ ?ƐƉůĂĐĞƐ ? 
(Ollerenshaw and Creswell, 2002: 339) 
 
Figure 5.7: Features of three-dimensional narrative inquiry space  
 
x Experience-orientated 
x Holistic 
x Personal and social 
x Many alternative logics to sequencing 
x Describing experiences 
x Co-researchers with participants, negotiate relationships, purposes, transitions 
 
(Ollerenshaw and Creswell, 2002: 344) 
 
Individual case analysis 
 
Objective: Develop detailed case study write-ups for each individual 
diagnosed with cancer, describing their experiences of long-term cancer 
survivorship.  
 
ŶĂůǇƐŝƐŽĨŝŶĚŝǀŝĚƵĂůŶĂƌƌĂƚŝǀĞƐƚŽŽŬĂ ‘ƌĞƐƚŽƌǇŝŶŐ ?ĂƉƉƌŽĂĐŚ (Creswell 2007). 
Stories and events are rarely told in chronological order. Therefore, 
 ‘ƌĞƐƚŽƌǇŝŶŐ ? ŝƐ ŐĂƚŚĞƌŝŶŐ Ă ƐƚŽƌǇ ? ĂŶĂůǇƐŝŶŐ ŝƚ ĨŽƌ ŬĞǇ ůĞŵĞŶƚƐ ŝŶĐůƵĚŝŶŐ
 “ƚƵƌŶŝŶŐ ƉŽŝŶƚƐ ? ? ĂŶĚ ƚŚĞŶ ƌĞǁƌŝƚŝŶŐ ŝƚ ŝŶƚŽ Ă ĐŚƌŽŶŽůŽŐŝĐĂů ƐĞƋƵĞŶĐĞ ? <ĞǇ
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themes are then identified and rich detail about context provided. This leads 
to a description of the story and themes that emerge from it (Ollerenshaw 
and Creswell 2002, Creswell 2007). An awareness of working within the three-
dimensional narrative inquiry space was maintained throughout the 
 ‘ƌĞƐƚŽƌǇŝŶŐ ? ? 
 
dŽ ĨĂĐŝůŝƚĂƚĞ ƚŚĞ ĂŶĂůǇƐŝƐ ŽĨ ŝŶĚŝǀŝĚƵĂů ĐĂƐĞƐ ? ĂŶĚ ǁƌŝƚŝŶŐ ƵƉ ƚŚĞ  ‘ƌĞƐƚŽƌŝĞĚ ?
ĂĐĐŽƵŶƚƐ ? / ĂĚŽƉƚĞĚ ,Ăůů ?Ɛ  ? ? ? ? ? ? ƐƵŵŵĂƌǇ ŶĂƌƌĂƚŝǀĞassessment (SNA) 
approach, where a template is designed to identify the most relevant data 
from each account. The template is based on the aims of the study, genres of 
story and central themes of interest in the research (Hall 2011). Therefore, my 
template focused on the broad themes of ƉĂƌƚŝĐŝƉĂŶƚƐ ?daily lives and the life 
course; searching for meaning; self and relationships; and the concept of 
 ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ?  ?ƉƉĞŶĚŝǆ15). Quotes are used throughout the account to 
illustrate the summarised stories. Hall also conducts subanalyses including 
plotting life trajectories. I plotted cancer trajectories for each participant, 
highlighting key moments/turning points in their cancer story, as well as in 
their wider life story, which proved a useful way of representing, and 
interpreting, the data. 
 
dŚĞ^E ŝƐĂĐŽŶƚĞǆƚƵĂůĨŽƌŵŽĨĂŶĂůǇƐŝƐ ?ǁŚŝĐŚĚŽĞƐŶŽƚƵƐĞƚŚĞƐĂŵĞ  ‘ůĞŶƐ
ĂĐƌŽƐƐƚŚĞǁŚŽůĞ ?ĚĂƚĂƐĞƚ ? ? ?DĂƐŽŶ ? ? ? ? ? P ? ? ? ? ?>ŽŽŬŝŶŐĂƚŝŶĚŝǀŝĚƵĂůĐĂƐĞƐŽƌ
ĐŽŶƚĞǆƚƐĂŶĚƐĂǇŝŶŐƐŽŵĞƚŚŝŶŐĂďŽƵƚƚŚŽƐĞƉĂƌƚƐƐƉĞĐŝĨŝĐĂůůǇ ? ‘ŝƚ ŝƐĂƉƌĂĐƚŝĐĞ
guided by a search both for the particular in context rather than the common 
or consistent, and the holistic rather than the cross-ƐĞĐƚŝŽŶĂů ?  ? ? ? ? ? P  ? ? ? ? ?
This approach is often used in narrative and case study research. By taking 
this approach, I was able tŽĂŶĂůǇƐĞ ‘ƚŚĞŚŽůŝƐƚŝĐ “ƵŶŝƚ ? ?ŽƌĐĂƐĞƐƚƵĚǇ ?ƚŽƚƌǇƚŽ
ƉƌŽĚƵĐĞ ĂŶĞǆƉůĂŶĂƚŝŽŶŽĨƉƌŽĐĞƐƐĞƐ ? ƉƌĂĐƚŝĐĞƐ Q ƚŚĂƚ ĐŚĂƌĂĐƚĞƌŝƐĞ ƚŚĂƚƵŶŝƚ ?
(2002: 168). As such, subthemes, genres, etc. might differ from case to case. 
In my study, top-level themes were often similar, as participants knew I was 
interested in identity, relationships, etc. but whilst some may have discussed 
the impact of body image and sexuality on their sense of self, for example, 
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others did not. The template gave me both structure and flexibility, allowing 
me to identify key themes and subthemes from within a specific case. The 
SNA and subanalyses then formed the basis of the cross-case analysis.   
 
ŶĂůǇƐŝƐŽĨ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ?ĚĂƚĂ 
 
Conducting the interviews separately had implications for how I analysed and 
presented the data collected on the individuals who had been diagnosed with 
ĐĂŶĐĞƌĂŶĚƚŚĞŝƌ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? ?ƐĨŽƌƚŚĞŝŶƚĞƌǀŝ ǁƐƚŚĞŵƐĞůǀĞƐ ?ŝƚǁĂƐĂ
question of whether to present the data separately or together. Eisikovits and 
Koren (2010) suggest dyadic analysis deepens the findings by identifying 
overlap and contrast between the individual accounts which captures the 
ŝŶĚŝǀŝĚƵĂů ?ƐƐƵďũĞĐƚŝǀĞĞǆƉĞƌŝĞŶĐĞƐ ?ĂƐǁĞůůĂƐĞǀĞŶƚs/feelings experienced as a 
couple. I planned to conduct separate interviews with each participant, which 
ŝƐ ŝƐŝŬŽǀŝƚƐ ĂŶĚ <ŽƌĞŶ ?Ɛ  ? ? ? ? ? ? ƉƌĞĨĞƌƌĞĚ ŵĞƚŚŽĚ ďĞĐĂƵƐ  ŝƚ  ‘ĞŶĂďůĞƐ ĞĂĐŚ
protagonist to tell the story from his or her own perspective, without having 
to consider the reaction of the other when voicing criticism or bringing up 
ƐĞŶƐŝƚŝǀĞ ƚŽƉŝĐƐ ?  ? ? ? ? ? P  ? ? ? ? ? ? / ǁĂŶƚĞĚ ƚŽ ĐŽŶĚƵĐƚƐĞƉĂƌĂƚĞ ŝŶƚĞƌǀŝĞǁƐ ďƵƚ
analyse the stories dyadically, exploring consensus and contradiction in the 
accounts presented by the individuals who were diagnosed with cancer and 
ƚŚĞŝƌ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ? ?,ŽǁĞǀĞƌ ?ƚŚŝƐƉŽƐĞĚĞƚŚŝĐĂůƉƌŽďůĞŵƐ ?&ƵŶĚĂŵĞŶƚĂůůǇ ?
I felt it would be difficult to maintain confidentiality when information shared 
in the interviews supported or contradicted what another had said.  
 
As a result, I decided to conduct a separate thematic analysis of the 
 ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ?ĚĂƚĂ ?dŚŝƐŵĞĂŶƚ/ǁŽƵůĚŶŽƚďĞĂďůĞƚŽĚĞǀĞůŽƉĞŵďĞĚĚĞĚ
case studies as originally proposed, as the data from those diagnosed with 
cancer and ƚŚĞŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ǁŽƵůĚ ŶŽƚ ďĞ ĂŶĂůǇƐĞĚ ĂŶĚ ƉƌĞƐĞŶƚĞĚ
together. Transcribed interviews were coded manually according to key 
concepts evident in the data. I then used A3 mind maps to chart these key 
concepts and collapse them into broad themes ĂĐƌŽƐƐ ƚŚĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ?
accounts. These broad themes are presented in Chapter 8. 
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Summary of individual case analysis 
 
x Descriptive accounts  
x  ‘ZĞƐƚŽƌǇŝŶŐ ?ŝŶĚŝǀŝĚƵĂůĞǆƉĞƌŝĞŶĐĞƐŽĨůŽŶŐ-term cancer survivorship  
x Detailed case study write-ups 
x ^ƚĂŬĞ ?Ɛ ? ? ? ? ? ? ? ? ? ? ? ‘ĚŝƌĞĐƚŝŶƚĞƌƉƌĞƚĂƚŝŽŶ ? 
x Within-case analysis 
 
Figure 5.8: Template for analysing narrative interviews  
 
(Source: adapted from Creswell, 2007) 
Multiple-case analysis 
 
Objective: Describe the experience of long-term cancer survivorship at the 
aggregate level. 
 
As outlined above, narrative analysis initially provided a detailed description 
of individual cases - ǁŚĂƚ ^ƚĂŬĞ ƌĞĨĞƌƐ ƚŽ ĂƐ  ‘ĚŝƌĞĐƚ ŝŶƚĞƌƉƌĞƚĂƚŝŽŶ ?(Stake 
1995) ?dŚŝƐǁĂƐĨŽůůŽǁĞĚďǇ ‘ĐĂƚĞŐŽƌŝĐĂůĂŐŐƌĞŐĂƚŝŽŶ ?ŽĨŝŶƐƚĂŶĐĞƐĂĐƌŽƐƐĐĂƐĞƐ
until something could be said about the quintain (long-term cancer 
survivorship) as a whole (Stake 1995). Stake argues that one of the most 
important tasks in multiple-case research is to show how the phenomenon 
differs in different contexts (Stake 2006). For me, understanding the quintain 
was of primary importance, so the purpose of my research was to apply 
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findings from individual cases to the research questions pertaining to the 
ƋƵŝŶƚĂŝŶ ? dŚŝƐ ŚĂĚ ƚŽ ďĞ ĂĐŚŝĞǀĞĚ ǁŚŝůƐƚ ŬĞĞƉŝŶŐ ŝŶ ŵŝŶĚ ƚŚĞ  ‘ĐŽŶƚĞǆƚƵĂů
ŵĞĂŶŝŶŐ ?ŽĨĞĂĐŚĐĂƐĞ ?
 
Stake suggests that interpretation and understanding involves searching for 
patterns in the data. He refeƌƐ ƚŽ ƚŚŝƐ Ă  ‘ĐŽƌƌĞƐƉŽŶĚĞŶĐĞ ? ĂŶĚ ĂƌŐƵĞƐ ƚŚĂƚ
important meanings will come from the reappearance of instances within and 
across cases (1995: 78). Repetition of instances across cases gives some 
ŝŶĚŝĐĂƚŝŽŶŽĨ ‘ŝŶƚĞƌĂĐƚŝǀŝƚǇ ?ŽĨĐĂƐĞƐĂĐƌŽƐƐĐŽŶƚĞǆƚƐ(Stake 2006).  
 
^ƚĂŬĞ ? ? ? ? ? ?ŽĨĨĞƌƐƚŚƌĞĞ ‘ƚƌĂĐŬƐ ?ĨŽƌĐƌŽƐƐ-case analysis: 
 
1.  ‘ŵƉŚĂƐŝƐŝŶŐ ĐĂƐĞ ĨŝŶĚŝŶŐƐ ?  W ƚŚŝƐ ŝƐ ^ƚĂŬĞ ?Ɛ ƉƌĞĨĞƌƌĞĚ ŽƉƚŝŽŶ ĂƐ ŝƚ
maintains the case findings and context. He regards it as the most 
difficult analytical option but it is the pertinent track when individual 
findings are more important than the quintain. 
2.  ‘DĞƌŐŝŶŐ ĐĂƐĞ ĨŝŶĚŝŶŐƐ ?  W similar findings are merged, but some 
context is maintained. This option is useful where understanding the 
quintain is more important than the individual cases, but where some 
degree of contextual understanding is still desired. 
3.  ‘WƌŽǀŝĚŝŶŐ ĨĂĐƚŽƌƐ ĨŽƌ ĂŶĂůǇƐŝƐ ?- a much more quantitative method. 
Context is lost in this approach. 
 
Track 2 was the most appropriate option for this study. In order to merge the 
case findings, several methods were adopted. Instead of comparing the 
ĨĞĂƚƵƌĞƐŽĨĞĂĐŚĐĂƐĞĂƐ ƚŚŽƵŐŚ ƚŚĞǇǁĞƌĞ ůŝŬĞ ĨŽƌ ůŝŬĞ ? / ĐŚŽƐĞ ƚŽ  ‘ĐŽŵƉĂƌĞ
the explanation of the first case with the explanation of the second, both 
explanations having been derived from a holistic rather than cross-sectional 
ĂŶĂůǇƐŝƐ ?  ?DĂƐŽŶ ?  ? ? ? ? P  ? ? ? ? ? ƐƐĞŶƚŝĂůůǇ ? / ƚŽŽŬ ŵǇ ŝŶƚĞƌƉƌĞƚĂƚŝŽ  ŽĨ ĞĂĐŚ
case, and compared those interpretations across cases, rather than 
conducting, for example, a cross-sectional thematic analysis across cases. I 
ƉƵůůĞĚ ŽƵƚ ŬĞǇ ĞůĞŵĞŶƚƐ ĨƌŽŵ ĞĂĐŚ  ‘ƌĞƐƚŽƌŝĞĚ ? ĂĐĐŽƵŶƚ ĂŶĚ ĐŽůůĂƉƐĞĚ ƚŚĞƐĞ
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into broad themes across cases. To do so, I again developed A3 mind maps to 
map key themes from the individual case studies. I also used my research 
memos - notes and thoughts written during the individual case analysis  W and 
ƚŚŽƵŐŚƚƐũŽƚƚĞĚĚŽǁŶŝŶŵǇŵĞƚŚŽĚƐĂŶĚƌĞĨůĞǆŝǀĞůŽŐƐ ?/ŚĂĚǁƌŝƚƚĞŶ ‘ZK^^ ?
in the margins of the research memos to identify commonalities and 
differences across ƉĂƌƚŝĐŝƉĂŶƚƐ ? accounts. I then compiled an Excel 
spreadsheet to collate the data. 
 
Building typologies (classifications according to a general type) was another 
important element of the cross-case analysis (Bryman and Burgess 1994) as it 
enabled me ƚŽ ‘ĚĞůŝŶĞĂƚĞƐƵďŐƌŽƵƉƐǁŝƚŚŝŶĂŐĞŶĞƌĂůĐĂƚĞŐŽƌǇ ? ? ? ? ? P ? ? ?,Ăůů
 ? ? ? ? ? ?ĂůƐŽĂĚǀŽĐĂƚĞƐŝĚĞŶƚŝĨǇŝŶŐƚŚĞ ‘ŶĂƌƌĂƚŝǀĞŵŽƚŝĨ ? ƌ ‘ĐŽƌĞ ?ƚŚĂƚƵŶĚĞƌƉŝŶƐ
all cases. Drawing on the broad categories identified through the process of 
collapsing key elements from eaĐŚ  ‘ƌĞƐƚŽƌŝĞĚ ?ĂĐĐŽƵŶƚ ? /ĞǆƉůŽƌĞĚǁŚĞƚŚĞƌ ŝƚ
was possible to identify a core theme that underpinned all cases. 
 
To compare and contrast the accounts of those diagnosed with cancer and 
 ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?I conducted a form of dyadic analysis, drawing on the work 
of Eisikovits and Koren (2010). Rather than analyse the specific pairs of 
ŝŶĚŝǀŝĚƵĂůƐĚŝĂŐŶŽƐĞĚĂŶĚƚŚĞŝƌ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌs ? ?/ĞǆƉůŽƌĞĚƐŝŵŝůĂƌŝƚŝĞƐĂŶĚ
differences between accounts at the aggregate level. To do so, I interrogated 
the broad themes identified in the cross-case analysis of the restoried 
ĂĐĐŽƵŶƚƐĂƐǁĞůů ĂƐ ƚŚĞŵĞƐ ŝĚĞŶƚŝĨŝĞĚ ŝŶ ƚŚĞ ƚŚĞŵĂƚŝĐĂŶĂůǇƐŝƐŽĨ  ‘ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌ ? ĚĂƚĂ ? dŚĞanalysis highlighted instances where accounts shared by 
those diagnosed and their loved ones differed and explored what the 
implications of these contrasting accounts of the cancer experience might be.  
 
Summary of multiple case analysis  
 
x Describe the experience of long-term survivorship as a whole 
x  ‘ĂƚĞŐŽƌŝĐĂůĂŐŐƌĞŐĂƚŝŽŶ ?(Stake 1995, Stake 2006) 
x Explore similarities and differences across cases 
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x  ‘DĞƌŐĞ ?ĐĂƐĞĨŝŶĚŝŶŐƐƚŽĚĞǀĞůŽƉŚŝŐŚĞƌ-order categories/themes and 
explore relationships between categories to say something about the 
experience of long-term cancer survivorship as a whole (for example, 
typologies, identifying a core theme that underpins cases) 
x Explore how long-term cancer survivorship differs in different contexts 
x Explore similarities and differences between the accounts of those 
ĚŝĂŐŶŽƐĞĚǁŝƚŚĐĂŶĐĞƌĂŶĚ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?
 
Figure 5.9: Template for analysing a multiple case study  
 
(Source: Creswell, 2007)  
 
Beyond description: Exploring the applicability of liminality 
 
Objective: Explore the applicability of Little et al ? ?Ɛ  ? ? ? ? ? ?  ‘ƐƵƐƚĂŝŶĞĚ ?
liminality, and elements oĨ  ‘ĐĂŶĐĞƌ ƉĂƚŝĞŶƚŶĞƐƐ ? ?  ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞ ĂůŝĞŶĂƚŝŽŶ ?
ĂŶĚ ‘ďŽƵŶĚĞĚŶĞƐƐ ?ĨŽƌƵŶĚĞƌƐƚĂŶĚŝŶŐĞǆƉĞƌŝĞŶĐĞƐŽĨůŽŶŐ-term survivorship. 
 
ƌǇŵĂŶĂƌŐƵĞƐƚŚĂƚ ‘ƚŚĞƌĞŝƐĂŐƌŽǁŝŶŐǀŝĞǁƚŚĂƚƋƵĂůŝƚĂƚŝǀĞƌĞƐĞĂƌĐŚŽƵŐŚƚƚŽ
be more consciously driven by theoretical concerns ?  ? ? ? ? ? P  ? ? ? ?/ŶĚĞĞĚ ?ǁŝƚŚ
ƌĞƐƉĞĐƚ ƚŽ ĐĂƐĞ ƐƚƵĚǇ ƌĞƐĞĂƌĐŚ ? ŚĞ ďĞůŝĞǀĞƐ  ‘ĐĂƐĞ ƐƚƵĚǇ ĚĂƚĂ ďĞĐŽŵĞ
important when the researcher seeks to integrate them with a theoretical 
ĐŽŶƚĞǆƚ ?  ? ? ? ? ? P  ? ?-91). In this respect, case study research should aim to 
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generalise cases to a theory rather than a population (Bryman 1988). He 
ĐŽŶĐůƵĚĞƐ ƚŚĂƚ  ‘ƚŚĞŽƌĞƚŝĐĂů ƌĞĂƐŽŶŝŶŐ  ?ŝƐ ? ƚŚĞ ĐƌƵǆŽĨ ƚŚĞ ŝƐƐƵĞŽĨ ĐĂƐĞ ƐƚƵĚǇ
ŐĞŶĞƌĂůŝƐĂƚŝŽŶ ?  ?ƌǇŵĂŶ ?  ? ? ? ? P  ? ? ? ? dŚŝƐ ůĞĂĚƐ ƚŚŽƐĞ ĐŽŶĚƵĐƚŝŶŐ ĐĂƐĞ ƐƚƵĚǇ
research to enter into the wider qualitative research debate regarding the 
place of theory in the discipline (Bryman 1988).  
 
dŚĞĐŽŶĐĞƌŶŝƐƚŚĂƚďĞŝŶŐŐƵŝĚĞĚďǇƚŚĞŽƌǇĞĂƌůǇŽŶŝŶĂƐƚƵĚǇŵĂǇ ‘ƉƌĞũƵĚŝĐĞ
ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ ?Ɛ ĂďŝůŝƚǇ ƚŽ ƐĞĞ ƚhrough the eyes of his or her subjects... and 
blind them... to the unusual and unanticipated facets of a strand of social 
reality. Moreover, these unanticipated facets of social life may be important 
ƚŽƚŚĞƉĂƌƚŝĐŝƉĂŶƚƐ ? ?ƌǇŵĂŶ ? ? ? ? ? P ? ?-87).  In this study, I sought to describe 
experiences of long-term survivorship first. I then went on to explore the 
utility of liminality. I was therefore open to the fact that other theories could 
prove more useful in understanding the experience of long-term cancer 
survivorship, or that liminality could be experienced in a different way to that 
already reported. Having said this, I do acknowledge that it would have been 
impossible for me to completely set aside my knowledge of liminality whilst 
 ‘ƌĞƐƚŽƌǇŝŶŐ ? ƚŚĞ ŝŶĚŝǀŝĚƵĂl cases and conducting the cross-case analysis. 
Indeed, my research memos demonstrate instances where I noted a particular 
experience/action/emotion resonated with the concept of liminality. I think 
this is inevitable, and unavoidable, as we all come to research with a priori 
thoughts, feelings and experiences. These need to be acknowledged 
throughout reflexive research practice, which is why I maintained methods 
and reflexive logs, and research memos, and have made reference to these 
throughout the research process.  
 
Following an approach taken by Sekse et al. (2009) I decided to present the 
within- and cross-case analyses in a series of findings chapters (Chapters 7, 8 
and 9) and then discussed those findings in relation to the theory of liminality 
in a separate Discussion chapter (Chapter 10).  
 
When exploring the utility of liminality, I considered the following questions:  
  
  156  
 
x ŽƉĂƌƚŝĐŝƉĂŶƚƐĞǆƉĞƌŝĞŶĐĞ ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇ ?/ĨǇĞƐ ?ǁŚĂƚĚŽĞƐƚŚŝƐ
mean to them day-to-day? 
x Do participants experience Little et al ? ?Ɛ ? ? ? ? ? ?ĞůĞŵĞŶƚƐŽĨůŝŵŝŶĂůŝƚǇ ?
If yes, how do these elements manifest themselves day to day, and 
what do they mean for individuals and those close to them? 
 
I looked for evidence of Little et al ? ?Ɛ  ? ? ? ? ? ?  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ ĂŶĚ
ĞůĞŵĞŶƚƐ ŽĨ  ‘ĐĂŶĐĞƌ ƉĂƚŝĞŶƚŶĞƐƐ ? ?  ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞ ĂůŝĞŶƚ Ž  ? ĂŶĚ
 ‘ďŽƵŶĚĞĚŶĞƐƐ ? ŝŶ ƚŚĞ  ‘ƌĞƐƚŽƌŝĞĚ ? ĂĐĐŽƵŶƚƐ ĂŶĚ ĐƌŽƐƐ-case analyses. I 
highlighted exemplar cases
27
, for example, cases demonstrating evidence of 
liminality, and those that did not. I also considered other applications, and 
conceptualisations, of liminality, already discussed in Chapter 4, to ensure I 
was not trying to fit my data to Little et al ? ?Ɛ ? ? ? ? ? ?ĐŽŶĐĞƉƚƵĂůŝƐĂƚŝŽŶ ? 
 
Objective: Draw assertions about long-term survivorship and liminality. If 
some participants live ŝŶ Ă ƐƚĂƚĞ ŽĨ  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ, but others do not, 
explore why might this be? 
 
According to Ritchie et al. (2003) a good starting point when attempting to 
detect associations between experiences and factors underpinning them is 
existing research/theory, as are reflections during fieldwork and analysis. 
Explanations require a leap, leaving the cases behind to some extent and 
interpreting what has been said. However, the explanations still need to be 
supported by data from cases (Ritchie et al. 2003b). 
 
Approaches used to find explanations included further within and cross case 
analysis, developing a central chart to map key themes and variables of 
interest and using the typology and exemplar cases. It was important to 
                                                        
27
 In a study by Grinyer (2010), purposive sampling was used to select exemplar cases that 
illustrated issues raised by the wider sub-set of participants. Diverse cases highlighted the 
range of issues raised by the wider sub-set.  
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expect multiplicity, acknowledging that explanations would come from 
participants who met a particular pattern as well as those who did not. 
Accepting that associations were unlikely to be universal and that, therefore, 
there was a need to identify deviant cases, was also important (Ritchie et al. 
2003b). 
 
A summary of the analytical process is shown in Figure 5.10. 
 
Generalisability  
 
dŚĞ ĐŽŶĐĞƉƚ ŽĨ  ‘ƐŝƚƵĂƚĞĚ ƚƌƵƚŚƐ ? ŝŶ ŶĂƌƌĂƚŝǀĞ ƌĞƐĞĂƌĐŚ ƐƵŐŐĞƐƚƐ ŝƚ ŝƐ ŶŽƚ
possible to generalise findings to a wider population (Riessman 1993, Holstein 
and Gubrium 1995, Pelusi 1997, Clandinin and Connelly 2000, Wengraf 2001, 
Andrews 2008, Riessman 2008). Case study research also does not aim to 
generalise findings (Stake 2006). However, Stake claims that if the reader 
relates to the case (through their own experiences, etc.) this can lead to a 
 ‘ŶĂƚƵƌĂů ďĂƐŝƐ ĨŽƌ ŐĞŶĞƌĂůŝƐĂƚŝŽŶ ?  ?^ƚĂŬĞ ?  ? ? ? ? P  ? ĐŝƚĞĚŝŶ > ŶĐŽůŶ ĂŶĚ Guba, 
1985: 120). Equally, Stake refers to the fact that although case study research 
seems a poor basis for generalisation, in multiple-case study research certain 
themes are likely to repeat themselves within and across cases therefore 
some generalisations can be drawn - ǁŚĂƚ ŚĞ ƌĞĨĞƌƐ ƚŽ ĂƐ  ‘ƉĞƚŝƚĞ
ŐĞŶĞƌĂůŝƐĂƚŝŽŶƐ ? (Stake 1995) ? ^ƚĂŬĞ ƐƵŐŐĞƐƚƐ ƚŚĂƚ ŵŽƌĞ  ‘ĨŽƌŵĂů ?  ?Žƌ
 ‘ƉƌŽƉŽƐŝƚŝŽŶĂů ? ? ŐĞŶĞƌĂůŝƐĂƚŝŽŶƐ ƐŚŽƵůĚ ƌĞĂůůǇ ďĞ ƌĞĨĞƌƌĞĚ ƚŽ ĂƐ  ‘ŚǇƉŽƚŚĞƐĞƐ
ĂŶĚǁŽƌŬŝŶŐƉŽƐŝƚŝŽŶƐ ? ?^ƚĂŬĞ ? ? ? ? ? P ? ? ?ĂƐǁĞĐĂŶŶĞǀĞƌŬ ŽǁƚŚĞ ‘ƚƌƵƚŚ ? ?,Ğ
also refers to these as tentative assertions. Lincoln and Guba (1985) prefer the 
ƚĞƌŵ ‘ǁŽƌŬŝŶŐŚǇƉŽƚŚĞƐŝƐ ? ? 
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Figure 5.10: The analytical process  
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This study was exploratory in nature, therefore did not seek to generalise 
findings to the wider population of individuals living long-term after a cancer 
diagnosis ? ƌŽƵĐŚ ĂŶĚ DĐ<ĞŶǌŝĞ ĂƌŐƵĞ  ‘ŝƚ ŝƐ ŝŶ ƚŚĞ ŶĂƚƵƌĞ ŽĨ ĞǆƉůŽƌĂƚŽƌǇ
ƐƚƵĚŝĞƐƚŽŝŶĚŝĐĂƚĞƌĂƚŚĞƌƚŚĂŶĐŽŶĐůƵĚĞ ? ? ? ? ? ? P ? ? ? ? ?,ŽǁĞǀĞƌ ?ŝƚŝƐŶĞĐĞƐƐĂƌǇ
to build on exploratory studies in order to move the evidence base forward 
(Crouch and McKenzie 2006) ?ƐƐƵĐŚ ?ƐƚƵĚŝĞƐŶĞĞĚƚŽďĞ ‘ĞŵďĞĚĚĞĚŝŶĨŝĞůĚƐ
of relevance that are tended by communal knowledge-ďƵŝůĚŝŶŐůĂďŽƵƌ ? ? ? ? ? ? P
496). With this in mind, whilst I hope my research improves the lives of those 
living long-term after a cancer diagnosis, I am not under the illusion that one 
ĞǆƉůŽƌĂƚŽƌǇ ƐƚƵĚǇ ǁŝůů ĐŚĂŶŐĞ ƉŽůŝĐǇ ĂŶĚ ƉƌĂĐƚŝĐĞ ? / ƚĂŬĞ ƚŚĞ  ‘ůŽŶŐĞƌ ǀŝĞǁ ?
(Walt 1994). It is my intention to disseminate findings as widely as possible, 
engaging with policy and practice, the research community and individuals 
affected by the disease. However, to influence policy and practice, in 
ƉĂƌƚŝĐƵůĂƌ ? ǁŝůů ƚĂŬĞ  ‘ƚŚĞ ĐƵŵƵůĂƚŝǀĞ ǁĞŝŐŚƚ ŽĨ Ă ůŝŶĞŽĨ ƌĞƐĞĂƌĐŚ ? ǁŚŝĐŚ ǁŝůů
ĞǀĞŶƚƵĂůůǇ  ‘ƉĞƌĐŽůĂƚĞ ? ŝŶƚŽ ƚŚĞ ƚŚŝŶŬŝŶŐ ŽĨ ƉŽůŝĐǇ ŵĂŬĞƌs and practitioners 
 ?tĂůƚ ?  ? ? ? ? P  ? ? ? ? ? dŚĂƚ  ‘ĐƵŵƵůĂƚŝǀĞ ǁĞŝŐŚƚ ? ŽĨ ĞǀŝĚĞŶĐĞ ŽŶ ůŽŶŐ-term 
survivorship does not currently exist, in the UK at least. It will therefore take 
time, and further research, to build that evidence base, and ultimately 
influence policy and practice.    
 
Presenting the findings 
 
dŚĞ ĨŝŶĚŝŶŐƐĂƌĞǁƌŝƚƚĞŶƵƉ ŝŶǁŚĂƚsĂŶDĂĂŶĞŶƌĞĨĞƌƐƚŽĂƐĂ  ‘ƌĞĂůŝƐƚ ƚĂůĞ ? ?
ǁŚŝĐŚ ŝƐ Ă  ‘ĚŝƌĞĐƚ ? ŵĂƚƚĞƌ-of-ĨĂĐƚ ƉŽƌƚƌĂŝƚ ? ŽĨ ĞǀĞŶƚƐ ?ĞǆƉĞƌŝĞŶĐĞƐ  ? ? ? ? ? P  ? ? ?
This approach is advocated by Stake (1995). However, the realist tale does not 
adequately reflect the subtle realist perspective that accounts may be one of 
ŵĂŶǇ ƉŽƐƐŝďůĞ  ‘ƚĂůĞƐ ?(Hammersley 1992). Nor does it acknowledge the 
ƌĞƐĞĂƌĐŚĞƌ ?Ɛ ƌŽůĞ ŝŶ ƚŚĞ ŝŶƚĞƌƉƌĞƚĂƚŝŽŶ ĂŶĚ ƌĞƉƌĞƐĞŶƚĂƚŝŽŶ ŽĨ ĨŝŶĚŝŶŐƐ
(Riessman 2008). 
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ƐƐƵĐŚ ?Ă ‘ĐŽŶĨĞƐƐŝŽŶĂůƚĂůĞ ?ŚĂƐĂůƐŽďĞĞŶǁĞĂǀĞĚƚŚƌŽƵŐŚŽƵƚƚŚĞƚŚĞƐŝƐ(Van 
Maanen 1988) ? ŽŶĨĞƐƐŝŽŶĂů ƚĂůĞƐ ŚŝŐŚůŝŐŚƚ ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ ?Ɛ ƉĞƌƐƉĞĐƚŝǀĞ ?
including difficulties encountered, the impact of the research on the 
researcher, methodological limitations, etc.  W anything that may impact on 
the interpretation of findings. Therefore, in the confessional tale, the 
researcher adopts a reflexive approach and acknŽǁůĞĚŐĞƐ ƚŚĂƚ ƚŚĞ  ‘ƚĂůĞ ?
produced is one of many constructed representations of the social world 
being studied.  
 
Quality in qualitative research 
 
  ‘ďĞǁŝůĚĞƌŝŶŐ ? ǀĂƌŝĞƚǇ ŽĨ ĐŽŶĐĞƉƚƐ ƚŽ ĂƐƐĞƐƐ  ‘ƋƵĂůŝƚǇ ? ĂƌŽƐĞ ǁŝƚŚ ƚŚĞ ƌŝƐĞ ŽĨ
constructionism, in response to the positivist/realist critique in qualitative 
research (Seale 1999). There is considerable debate as to whether the quality 
criteria used to judge quantitative research (for example, reliability, external 
and internal validity and generalisability) can be applied to qualitative 
research (Mays and Pope 2000) ? >ŝŶĐŽůŶ ĂŶĚ 'ƵďĂ ?Ɛ ƌĞĨŽƌŵƵůĂƚŝŽŶ ŽĨ ƚŚĞƐĞ
ĐƌŝƚĞƌŝĂƚŽĂƐƐĞƐƐƚŚĞ ‘ƚƌƵƐƚǁŽƌƚŚŝŶĞƐƐ ?ŽĨƋƵĂůŝƚĂƚŝǀĞĐůĂŝŵƐĨƵĞůůĞĚƚŚis debate 
(Spencer et al. 2003) ? dŚĞǇ ĂƌŐƵĞ ƚŚĂƚ ƚŚĞ  ‘ĐŽŶǀĞŶƚŝŽŶĂů ĐƌŝƚĞƌŝĂ ? ƵƐĞĚ ƚŽ
assess the quality of qualitative research are inappropriate. Crucially, 
objectivity is not possible (or desired) in qualitative inquiry because the 
research is value-laden. Instead, the importance of a reflexive approach is 
highlighted. Emphasis is placed on criteria tŚĂƚŚĞůƉ ‘ƉĞƌƐƵĂĚĞ ?ƚŚĞƌĞĂĚĞƌŽĨ
the trustworthiness of findings (Lincoln and Guba 1985). As such, a reflexively-
based evaluation of the quality of my research is presented here. 
 
Reflexivity 
 
Subtle realists argue that there are multiple representations of phenomena 
(Hammersley 1992, Hammersley 2002). I believe researchers arrive at these 
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ƌĞƉƌĞƐĞŶƚĂƚŝŽŶƐ ƚŚƌŽƵŐŚ ƚŚĞŝƌ ŝŶƚĞƌƉƌĞƚĂƚŝŽŶ ŽĨ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ƐƚŽƌŝĞƐ  ?ǁŚŝĐŚ
are themselves interpretations of events and experiences). To do so requires 
rĞƐĞĂƌĐŚĞƌƐ ƚŽ  ‘ŵĂŬĞ ƵƐĞ ŽĨ ƉĞƌƐŽŶĂů ĂŶĚ ĐƵůƚƵƌĂů ĨƌĂŵĞƐ ŽĨ ƌĞĨĞƌĞŶĐĞ ?
(Thomas, 2010: 651). Researchers therefore need to locate themselves as part 
of the data, exploring their role in data collection and interpretation. Thus, 
reflexivity on the part of the researcher is crucial to the trustworthiness of the 
representations constructed (Bishop and Shepherd 2011). 
 
ZĞĨůĞǆŝǀŝƚǇ ŝƐŶŽƚ ũƵƐƚƚŚĞĂĐŬŶŽǁůĞĚŐĞŵĞŶƚĂŶĚ ŝĚĞŶƚŝĨŝĐĂƚŝŽŶŽĨŽŶĞ ?ƐƉůĂĐĞ
and presence in the research, but also the process of using these insights to 
critically examine the entire research process in order to demonstrate the 
credibility of the study (Underwood et al. 2010). According to Bishop and 
^ŚĞƉŚĞƌĚ  ? ? ? ? ? ? ?  ‘ďĞŝŶŐ ƌĞĨůĞǆŝǀĞ ĂŶĚ ƉƌŽǀŝĚŝŶŐ ƚŚĞƐĞ ƌĞĨůĞĐƚŝŽŶƐ ĨŽƌ ƉƵďůŝĐ
scrutiny is often considered a key element of ethical, rigorous qualitative 
ƌĞƐĞĂƌĐŚ ?ĂƐŝƚĞŶŚĂŶĐĞƐƌĞƐĞĂƌĐŚĞƌƚƌĂŶƐƉĂƌĞŶĐǇ ? ? ? ? ? P ? ? ? ? ? ?dŚĞǇŐŽŽŶƚŽ
ƐĂǇ ? ‘ƌĞĨůĞǆŝǀŝƚǇŝƐƉĂƌƚŝĐƵůĂƌůǇǀĂůƵĂďůĞƚŽƋƵĂůŝƚĂƚŝǀĞƌ ƐĞĂƌĐŚďĞĐĂƵƐĞŝƚďƌŝŶŐƐ
honesty to the fore, asking us not to feign objectivity or reach post-hoc 
conclusions, but to acknowledge that multiple factors, including our own 
personal narratives, shape the data we produce and our interpretations of 
ƚŚŝƐ ĚĂƚĂ ?  ?ŝƐŚŽƉ ĂŶĚ ^ŚĞƉŚĞƌĚ ?  ? ? ? ? P  ? ? ? ? ? ? tĞ ŶĞĞĚ ƚŽ ďĞ  ‘ĐŽŵƉůĞƚĞůǇ
honest about the situated, co-constructed nature of our rĞƐĞĂƌĐŚ ĨŝŶĚŝŶŐƐ ?
(2011: 1285). Highlighting decisions and thought processes over time 
increases the credibility of research (Anspach 1993). Anspach provides a 
 ‘ŶĂƌƌĂƚŝǀĞ ĂĐĐŽƵŶƚ ? ŽĨ ƚŚĞ ĚĞĐŝƐŝŽŶƐ ŵĂĚĞ ŝŶ ŚĞƌ ƌĞƐĞĂƌĐŚ  ? ? ? ? ? P  ? ? ? ? ? dŚŝƐ
ĂƵĚŝƚ ƚƌĂŝů ĨŽƐƚĞƌƐ  ‘ŽŶŐŽŝŶŐ ƌĞĨůĞǆŝǀŝƚǇ  Wcritical awareness about how the 
ƌĞƐĞĂƌĐŚǁĂƐĚŽŶĞĂŶĚƚŚĞ ŝŵƉĂĐƚŽĨĐƌŝƚŝĐĂůĚĞĐŝƐŝŽŶƐŵĂĚĞĂůŽŶŐƚŚĞǁĂǇ ?
(Riessman, 2008: 191).  
 
&ŝŐƵƌĞ  ? ? ? ? ŽƵƚůŝŶĞƐ 'ƌĞĞŶ ĂŶĚ dŚŽƌŽŐŽŽĚ ?Ɛ  ? ? ? ? ? P  ? ? ? ? ƐƵŐŐĞƐƚŝŽŶƐ ĨŽƌ
ĂĐŚŝĞǀŝŶŐ  ‘ƌĞĨůĞǆŝǀĞ ĂǁĂƌĞŶĞƐƐ ? ?Using these strands I have produced a 
 ‘ŶĂƌƌĂƚŝǀĞĂĐĐŽƵŶƚ ?ŽĨŵǇƌĞƐĞĂƌĐŚƉƌĂĐƚŝĐĞ ?ƐĞĞŚĂƉƚĞƌ10). 
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Figure 5.11: Reflexive awareness  
Methodological openness  W being explicit about the steps taken in the data production and 
analysis, the decisions made, and the alternatives not pursued 
 
Theoretical openness  W the theoretical starting points and assumptions made should be 
addressed, and the ways in which they shaped the study accounted for 
 
Awareness of the social setting of the research itself  W ŝŶ ŝŶƚĞƌǀŝĞǁƐ ?ƚŚĞ  “ĚĂƚĂ ?ĂƌĞ ůĂƌŐĞůǇ
the results of interactions between the researcher and the researched. Reflexivity requires a 
constant awareness of this, and the ways in which the data result from these particular 
interactions. 
 
Awareness of the wider social context - this might include awareness of how political or 
social values have both made possible the research and constrained it, and how the historical 
and policy contexts shape the data. 
(Source: Green and Thorogood, 2004) 
 
Summary 
 
This chapter has sought to outline, and justify, the research approach taken. A 
subtle-realist perspective underpinned this study, which acknowledges that 
although a reality exists independent of our understanding of it, because 
knowledge is a human construction, there are multiple representations of 
that reality. The study explored, both individually and collectively, the 
experiences of thirteen individuals who were at least five years post-cancer 
ƚƌĞĂƚŵĞŶƚĂŶĚƚŚĞŝƌ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? ?dŚŝƐǁĂƐĂĐŚŝĞǀĞĚ through adopting a 
multiple-case study design, collecting data through narrative and semi-
structured interviews. I took a story-analyst approach to the analysis. 
However, whilst I did not analyse the structure of the narratives, I was 
interested in both tŚĞ  ‘ǁŚĂƚƐ ? ŽĨ ƚŚĞ ƐƚŽƌŝĞƐ ƚŽůĚ  ?ŝ ?Ğ ? ƚŚĞ ĐŽŶƚĞŶƚ ŽĨƚŚĞ
ŶĂƌƌĂƚŝǀĞƐ ? ?ƚŚĞ ‘ŚŽǁƐ ?ŽĨƚŚĞŝŶƚĞƌǀŝĞǁŝŶƚĞƌĂĐƚŝŽŶ ?ŵŝĐƌŽĐŽŶƚĞǆƚ ?ĂŶĚǁŝĚĞƌ
socio-ĐƵůƚƵƌĂů ĂŶĚ ŚŝƐƚŽƌŝĐĂů ŝŶĨůƵĞŶĐĞƐ  ?ŵĂĐƌŽ ĐŽŶƚĞǆƚ ? ? /  ‘ƌĞƐƚŽƌŝĞĚ ? ƚŚĞ
narratives told, but reflexively explored the intersubjectivity between myself 
and the participants, thus acknowledging my part in, and influence on, the 
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ƐƚŽƌŝĞƐĂŶĚŝŶƚĞƌƉƌĞƚĂƚŝŽŶƐƉƌĞƐĞŶƚĞĚ ?/ƚŚĞŶƵƐĞĚƚŚĞ ‘ƌĞƐƚŽƌŝĞĚ ?ĂĐĐŽƵŶƚƐƚŽ
conduct a cross-ĐĂƐĞ ĂŶĂůǇƐŝƐ ƚŽ  ‘ŵĞƌŐĞ ? ĐĂƐĞ ĨŝŶĚŝŶŐƐ ƚŽ ĚĞƐĐƌŝďĞ ƚhe 
experience of long-term cancer survivorship at the aggregate level. Using the 
 ‘ƌĞƐƚŽƌŝĞĚ ? ĂĐĐŽƵŶƚƐ ĂŶĚ ĐƌŽƐƐ-case analysis, I went beyond description, to 
explore the applicability of liminality as a framework for understanding 
experiences of long-term cancer survivorship. Finally, in an attempt to 
persuade readers of the trustworthiness of my research, I have outlined my 
intention to provide a reflexively-based evaluation of quality in the Discussion 
(Chapter 10). 
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Chapter 6. Profile of study participants 
 
Tables 6.1 to 6.3 outline the basic socio-demographic and cancer-related 
characteristics of the thirteen individuals living five years or more post-
ƚƌĞĂƚŵĞŶƚĂŶĚƚŚĞĞŝŐŚƚ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ǁŚŽƉĂƌƚŝĐŝƉĂƚĞĚŝŶƚŚĞƐƚƵĚǇ ? 
 
Socio-demographic characteristics 
 
Nine women and four men took part in the study. The age range of 
participants was 39 to 75. Eight participants were married, one was in a civil 
partnership, one was in a long-term relationship and three were divorced. The 
ten participants who were in long-term relationships at the time of interviews 
were with the same partner they were with when diagnosed. Of those who 
were divorced, one was divorced prior to their cancer diagnosis, and the other 
two divorced afterwards. Ten participants had children. Of those, six had adult 
children at diagnosis (over the age of 18), three had children under the age of 
18 (two with children under the age of 10) and one had children post-
treatment. Four participants were employed (three full-time and one part-
ƚŝŵĞ ? ?ĨŝǀĞǁĞƌĞƌĞƚŝƌĞĚĂŶĚĨŽƵƌǁĞƌĞǁŚĂƚ/ŚĂǀĞĚĞƐĐƌŝďĞĚĂƐ ‘ƐĞŵŝ-ƌĞƚŝƌĞĚ ? ?
They had retired from their main full-time job, but continue to work part-time 
in another role.  
 
All participants lived in London or the South-East of England. The 
socioeconomic status of participants was derived from the Index of Multiple 
Deprivation, a widely used measure of deprivation. Based on Local Super 
Output Area (LSOA
28
) figures (1= most deprived, 32482 = least deprived), the 
majority of participants lived in the least deprived 50% of LSOAs in England 
(n=9), with two participants living in the least deprived 10%. No one lived in 
                                                        
28
 LSOAs are geographical areas devised to be of a consistent size generated in a consistent 
way across the whole of England. The total population of LSOAs averages 1,500 people. These 
areas are nested, as far as possible, within electoral wards. 
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the most deprived 10% of LSOAs. Therefore, the socioeconomic status of 
participants was relatively homogenous, with the majority living in relatively 
affluent areas. 
 
Cancer-related characteristics 
 
Of the thirteen participants, four had been diagnosed with breast cancer, four 
with gynaecological cancers (two women with cervical cancer and two with 
ovarian cancer), two with prostate cancer, one with testicular cancer and two 
with colorectal cancer. No individuals diagnosed with bladder cancer or 
,ŽĚŐŬŝŶ ?Ɛ >ǇŵƉŚŽŵĂ ĐĂŵĞ ĨŽƌǁĂƌĚ ƚŽ ƚĂŬĞ ƉĂƌƚ ŝŶ ƚŚĞ ƐƚƵĚǇ ? ĚĞƐƉŝƚĞ
approaching cancer organisations associated with these cancers. Five-year 
survival rates for these cancers are over 60%, but incidence is small in 
comparison to breast, prostate and colorectal cancer (10,335 cases of bladder 
ĐĂŶĐĞƌĂŶĚ ? ? ? ?ĐĂƐĞƐŽĨ,ŽĚŐŬŝŶ ?Ɛ>ǇŵƉŚŽŵĂŝŶ  ? ? ? ?ĐŽŵƉĂƌĞĚƚŽ  ? ? ? ? ? ?
cases of breast, 39,991 cases of colorectal and 37,051 cases of prostate 
cancer)
29
. As breast, colorectal and prostate cancers survivors account for 
over half of all survivors, it is not surprising that over half the participants in 
this study had been diagnosed with one of these three cancers (n=8).  
 
The age range at diagnosis was 28 to 63. Time since treatment completion 
ranged from five to sixteen years
30
. Eleven participants had some form of 
surgery. Seven had chemotherapy and six had radiotherapy. Two participants 
also had brachytherapy (cervical and prostate cancer). Five participants stated 
that they had some form of hormone therapy: Tamoxifen or Arimidex for 
breast cancer and Casodex for prostate cancer. It would have be useful to 
collect data on stage of diagnosis to ascertain how advanced each 
ƉĂƌƚŝĐŝƉĂŶƚ ?Ɛ ĐĂŶĐĞƌ ǁĂƐ ? ^ƚĂŐĞ ŽĨ ĚŝĂŐŶŽƐŝƐ ĂŶĚ ƚƌĞĂƚŵĞŶƚƐ ƌĞĐĞŝǀĞĚ ǁĞƌĞ
                                                        
29
 http://info.cancerresearchuk.org/cancerstats/ [Accessed November 3rd 2011]. 
30
 Time since treatment completion was calculated as the time since the end of active, 
hospital-based treatment to the time of the interviews - not the present date. 
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ďĂƐĞĚŽŶƉĂƌƚŝĐŝƉĂŶƚƐ ?ƌĞĐĂůůĂŶĚƚŚĞǇŽĨƚĞŶĐŽƵůĚŶŽƚƌĞŵĞŵďĞƌƚŚĞƐƉĞĐŝĨŝĐƐ
of their diagnosis.  
 
Ten of the thirteen participants were involved with cancer organisations at 
the time of interview. By this, I mean they continued to access information 
and support services, or volunteered/fundraised for a cancer charity. Five 
participants were involved in cancer charity user involvement e.g. 
participating in research, campaigning activities or reviewing literature. Two 
participants worked or volunteered for a cancer charity, providing support to 
people affected by cancer. One participant ran a local cancer support group 
and another ĐŽŶƚŝŶƵĞĚ ƚŽ ƵƐĞ Ă ĐŚĂƌŝƚǇ ?Ɛ ŽŶůŝŶĞ ĨŽƌƵŵƐ ĂƐ Ă ƐŽƵƌĐĞ ŽĨ
information and support.  
 
Conduct of interviews 
 
The majority of participants found out about the study through cancer 
charities or a local cancer support group. No one was specifically recruited 
through snowballing i.e. no one participated then told someone else who 
then took part themselves. However, three participants heard about the study 
through word of mouth. One participant was told about the study at a 
separate meeting with one of my supervisors. Another found out about the 
study after they were told about it by a friend and a third came forward after 
an acquaintance working at a cancer charity told her about it. Finally, one 
participant came forward after seeing the flyer outlining details of the study 
after it had been sent to her place of work.  
 
In total, thirty-one interviews were held. This included thirty individual 
interviews: twenty-three interviews with participants who had been 
diagnosed with cancer (twelve narrative and eleven follow-up interviews) and 
ƐĞǀĞŶŝŶĚŝǀŝĚƵĂůŝŶƚĞƌǀŝĞǁƐǁŝƚŚ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? ?/ĂůƐŽĐŽŶĚƵĐƚĞĚŽŶĞũŽŝŶƚ
interview with (with no follow-up interview). Initial narrative interviews 
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ranged in length from just over half an hour to nearly two hours. The average 
interview length was 1 hour 11 minutes. All but one of the participants took 
part in a follow-up interview
31
. These ranged in length from 21 to 74 minutes. 
The average length was 45 minutes.  
 
Nineteen interviews were conducted face-to-face and twelve by telephone 
(predominantly  ‘significant other ? and follow-up interviews). The initial 
narrative interviews were all conducted face-to-face, apart from the interview 
with Janet, which was conducted by telephone as she lived outside the study 
catchment area. The joint interview was conducted face-to-face and lasted 1 
hour 15 minutes. 
 
ŝŐŚƚ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ĂŐƌĞĞĚƚŽƚĂŬĞƉĂƌƚŝŶĂŶŝŶƚĞƌǀŝĞǁ ?&ŝǀĞƉĂƌƚŝĐŝƉĂŶƚƐ
ĚŝĚŶŽƚŶŽŵŝŶĂƚĞĂ  ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ?ĞŝƚŚĞƌďĞĐĂƵƐĞƚŚĞǇĐŽƵůĚŶŽƚ ?ĚŝĚŶŽƚ
want to, or the person they would have nominated did not want to, or could 
ŶŽƚ ? ƚĂŬĞ ƉĂƌƚ ? ^ĞǀĞŶ ŽĨ ƚŚĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌ ? ŝŶƚĞƌǀŝĞǁƐ ǁĞƌĞ ŝŶĚŝǀŝĚƵĂů
interviews. The other interview, with Rachel, was a joint interview with Andy 
ĂƐ ĂůƌĞĂĚǇ ŵĞŶƚŝŽŶĞĚ ĂďŽǀĞ ? KĨ ƚŚĞ ĞŝŐŚƚ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ? ĨŝǀĞ ǁĞƌĞ
spouses (three husbands and two wives), two were daughters and one was a 
ĨƌŝĞŶĚ ? dŚĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌ ? ŝŶƚĞƌǀŝĞǁƐ ƌĂŶŐĞĚ ŝŶ ůĞŶŐƚŚ ĨƌŽŵ  ? ƚŽ  ? ?
minutes. Excluding the eight-minute interview with George, the average 
length of thĞ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ?ŝŶƚĞƌǀŝĞǁƐǁĂƐ ? ?ŵŝŶƵƚĞƐ ? 
 
Face-to-face interviews took place at a variety of locations. Based on School of 
Health Sciences guidelines on lone working and discussions with my 
supervisors, and as outlined in the ethics application to the Faculty of 
Medicine and Health Sciences at the University of Nottingham, it was deemed 
medium/high risk for me to conduct interviews in people ?ƐŚŽŵĞƐ ? Therefore, 
I planned to conduct interviews in public locations, unless circumstances 
                                                        
31
 Malcolm was unavailable to take part in a follow-up interview because after our first 
interview he was travelling abroad for work, and spending the summer overseas with his 
family. 
  
  168  
meant it was not possible to conduct the interview outside the home. In the 
event, interviews were held at the homes of five participants. These 
individuals were known to other cancer organisations, through their volunteer 
or user involvement activities. If the participant had been vouched for by 
another organisation or individual, it was deemed less of a risk for me to go 
their home. However, processes were still in place to ensure my safety (as 
outlined in Chapter 5: Methods). The remainder of the interviews took place 
ŝŶ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ǁŽƌŬƉůĂĐĞƐ Žƌ ĐŽŵŵƵŶŝƚǇ ƐĞƚƚŝŶŐƐ ƐƵĐŚ ĂƐ ƐĞƌǀŝĐĞĚ ŵĞĞƚŝŶŐ
rooms.  
 
Commentary on the adequacy of data collected 
 
To enable depth of understanding in case study research, previous research 
suggested twenty as the maximum number of cases (Stake 2006). Thirty 
people contacted me to register their interest in taking part. Therefore, 
seventeen people were not recruited to the study. The breakdown as to why 
is presented below: 
 
x One woman left a voicemail registering her interest but did not 
provide her contact details  
x Four people said they were interested but when I attempted to 
contact them, I did not get a response 
x Four people were not eligible because they were out of the study 
catchment area (North of England, Scotland, Midlands)
32
 
x One woman was not eligible because she was not five years post-
treatment 
x Four women with breast cancer were not eligible because they had a 
second cancer, recurrence or metastatic disease 
                                                        
32
 I made an exception for the last interview with Janet, who lived in Cambridgeshire, as I was 
eager to interview a female diagnosed with colorectal cancer and she was the only one who 
came forward. 
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x Three women contacted me (two diagnosed with ovarian cancer and 
one with breast cancer) but I had decided to put recruitment on hold 
for those cancers as I had already interviewed eight women with 
breast and gynaecological cancers. At that stage I was looking to 
recruit men or women diagnosed with other cancers 
 
Explanation for the discrepancy between the original target of twenty cases 
and the reality of thirteen also lies with the recruitment strategy. The number 
of people contacting me peaked between August 2010 and January 2011. 
After that I did not receive many calls from people interested in the study. 
Those that did contact me tended to be women who had been diagnosed with 
breast or gynaecological cancers, of which I had already recruited several. I 
ĨŽĐƵƐĞĚ ŽŶ ĐŽůŽƌĞĐƚĂů ? ďůĂĚĚĞƌ ĂŶĚ ,ŽĚŐŬŝŶ ?Ɛ >ǇŵƉŚŽŵĂ ? ƚĂƌŐĞƚŝŶŐ ĐŚĂƌŝƚŝĞƐ
specialising in these cancers. However, recruitment continued to be slower 
than anticipated and it was only in May 2011 that Janet, a female colorectal 
cancer participant came forward. I continued targeting groups until June 
2011. At this point, contact with potential participants had slowed further, I 
had exhausted charity options and community groups were not engaging so I 
decided, for both pragmatic and practical reasons, to stop at the thirteen 
cases I had recruited. In terms of the significance of the discrepancy in case 
numbers, I believe stopping at thirteen cases allowed me the scope to include 
more data and in-depth discussion of each case and therefore do justice to 
the accounts shared.  
 
Regarding the length of interviews, I had envisaged they could last up to two 
hours. I proposed this length of time based on previous narrative research 
studies. However, when I started the interviews, it quickly became apparent 
that some would last longer than others. Some participants found the 
narrative approach relatively easy to engage with and were able to talk at 
length. Others were expecting a more traditional question and answer-type 
interview and found it difficult to formulate their narrative without support 
and guidance from me. Also, it is important to note that whilst several 
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participants were still active in the cancer community, this did not necessarily 
mean that they were well-versed in sharing their experience of living long-
term after a cancer diagnosis. Some were, but others acknowledged that they 
had not spoken about their experiences for some time. For people like Janet, 
participating proved to be a useful experience in this respect as it allowed her 
to talk through some of her fears with someone who was removed from her 
personal situation. As the interview process evolved, I used the follow-up 
interviews to focus specifically on the long-term survivorship phase. The 
follow-up interview was therefore more a  ‘question and answer ? interaction 
and only lasted 45 minutes on average. Also, if participants struggled in the 
narrative interview, I drew on questions from the follow-up interview 
schedule, which meant the follow-up interview was understandably shorter.  
 
^ŽŵĞ ŽĨ ƚŚĞ ŝŶƚĞƌǀŝĞǁƐ ǁĞƌĞ ĐŽŶĚƵĐƚĞĚ ŝŶ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ǁŽƌŬ ƉůĂĐĞƐ ? dŚĞƐĞ
interviews tended to be shorter, which is perhaps understandable considering 
the environment. Some of the longer interviews were those conducted in 
ƉĞŽƉůĞ ?ƐŚŽŵĞƐ ?ZŝĐŚĂƌĚ W 2 hours and Patricia 1 hr 45 mins and 1 hr 35 mins). 
This might suggest that location affected the interview length. However, 
DĂƌŐĂƌĞƚ ?ƐŶĂƌƌĂƚŝǀĞĂŶĚĨŽůůŽǁ-up interviews were in a coffee shop and both 
lasted an hour and fifteen minutes. I would suggest that perhaps time 
pressures in the work environment had more of an effect on the interview 
length than the location itself. 
 
Further discussion of the advantages and disadvantages of conducting 
interviews in the home is presented in Chapter 10. 
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Table 6.1: Overview of participant socio-demographic and cancer-related characteristics  
Gender N 
Female 
Male 
9 
4 
  
Age range  
30-39 
40-49 
50-59 
60-69 
70-79 
1 
1 
3 
7 
1 
  
Employment status  
Employed full-time 
Employed part-time 
Semi-retired 
Retired 
3 
1 
4 
5 
  
Socio-economic status   
Least deprived 50% of LSOAs 
Most deprived 50% of LSOAs 
9 
4 
Least deprived 10% of LSOAs 
Most deprived 10% of LSOAs 
2 
0 
  
Marital status  
Married/civil partnership 
In a relationship 
Divorced 
9 
1 
3 
  
Children  
Adult children (18+) 
Children under 18 
No children 
8 
2 
3 
  
Cancer-type  
Breast 
Gynaecological 
Prostate 
Colorectal 
Testicular 
4 
4 
2 
2 
1 
  
Cancer treatment  
Surgery 
Chemotherapy 
Radiotherapy 
Chemo radiation 
Brachytherapy 
Hormone therapy 
11 
5 
5 
1 
2 
5 
  
Time since treatment completion  
5-6 years 
8-10 years 
10+ years 
5 
3 
5 
  
Age at diagnosis  
20-29 
30-39 
40-49 
50-59 
60-69 
1 
1 
4 
6 
1 
  
How they heard about the study  
Cancer charity work/volunteering 
Local cancer support group 
Cancer charity user involvement 
Using a cancer charity for information and support 
Word of mouth 
Recruitment flyer 
2 
1 
5 
1 
3 
1 
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Table 6.2: Detailed socio-demographic and cancer-related characteristics of participants diagnosed with cancer 
CASE Name Cancer Gender Age Employment 
status 
Marital 
status 
Children Age at 
diagnosis 
Years post-tx  
at time of 
interviews 
Treatments 
received 
Cancer 
involvement 
How did they hear 
about the study? 
No. of interviews  Interview 
location(s) 
1 Sue Ovarian Female 50-59 Employed, 
part-time 
Married Adult 
children 
40-49 14  Hysterectomy, 
chemotherapy  
A? Cancer charity 2  2 F2F at work 
2 Mary Ovarian Female 60-69 Retired  Married Adult 
children 
50-59 7  Hysterectomy, 
chemotherapy 
A? Local support group 2  2 F2F at 
home 
3 Claire Cervical Female 30-39 Employed, 
full-time 
Long-term 
partner 
None 30-39 5  
 
Surgery - 
trachelectomy 
A? Flyer 2 2 F2F at work 
4 Kate Cervical Female 50-59 Employed, 
full-time 
Divorced Child under 
18 
40-49 7  Chemo 
radiation, 
brachytherapy 
A? Cancer charity 2 1 F2F, 
community 
setting; 1 
telephone 
5 Roger Prostate 
 
Male 70-79 Semi-retired Civil 
partnership 
None 60-69 11  Prostate 
removed, 
radiotherapy 1 
year later  
A? Cancer charity user 
involvement 
2 1 F2F 
community 
setting, 1 
telephone 
 
6 Richard Prostate Male 50-59 Semi-retired Married Adult 
children 
50-59 5  Hormone 
therapy, 
radiotherapy 
and HDR 
brachytherapy 
A? Cancer charity user 
involvement 
2  1 F2F at 
home, 1 
telephone 
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7 Margaret Breast Female 60-69 Retired Married None 40-49 16  Lumpectomy, 
radiotherapy, 
hormone 
therapy 
x Snowballing 2  2 F2F in 
community 
setting 
 
 
8 Patricia Breast Female 60-69 Retired  Divorced Adult 
children 
50-59 9  Mastectomy, 
chemotherapy, 
radiotherapy, 
hormone 
therapy, 
reconstruction 
 
A? Cancer charity user 
involvement 
2 2 F2F at 
home 
9 Angela Breast Female 60-69 Semi-retired Divorced Adult 
children 
50-59 6  Lumpectomy, 
radiotherapy, 
hormone 
therapy 
x Snowballing 2  1 F2F at 
home, FU by 
telephone 
10 Moira Breast Female 60-69 Retired Married Adult 
children 
40-49 16  Mastectomy, 
hormone 
therapy 
A? Cancer charity user 
involvement 
2  1 F2F 
community 
setting, FU by 
telephone 
11 Andy Testicular Male 40-49 Employed, 
full-time 
Married Children 
under 18 
20-29 15  Surgery  x Snowballing 1 (joint) F2F at home 
12 Malcolm Colorectal Male 60-69 Semi-retired Married Adult 
children 
50-59 7  Surgery, 
chemotherapy, 
stoma reversal  
A? Cancer charity 1  1 F2F, 
community 
setting 
13 Janet Colorectal Female 60-69 Retired Married Adult child 50-59 6  Surgery, 
chemotherapy 
A? Cancer charity 2  Both 
interviews via 
telephone 
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dĂďůĞ ? ? ? PŚĂƌĂĐƚĞƌŝƐƚŝĐƐŽĨ ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? 
Name Relationship No. of 
interviews  
Interview 
location 
Peter Husband 1  Telephone 
George Husband 1  F2F at home 
Sheila Wife 1  F2F at home 
Geoff Husband 1  Telephone 
Amy Daughter 1  Telephone 
Penny Friend 1  Telephone 
Lucy Daughter 1  Telephone 
Rachel Wife  1 (joint with 
husband) 
F2F at home 
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ŚĂƉƚĞƌ ? ? ‘ZĞƐƚŽƌŝĞĚ ?ĂĐĐŽƵŶƚƐŽĨƚŚĞĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer 
survivorship 
 
Introduction 
 
This chapter presents case studies of the cancer experiences of the thirteen study 
participants. The objective was to develop detailed case study write-ups for each 
participant, describing their personal experiences of long-term cancer survivorship. 
As outlined in Chapter 5 (Methods), I adopted a holistic-content approach to the 
 ‘ƌĞƐƚŽƌǇŝŶŐ ? ŽĨ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ĞǆƉĞƌŝĞŶĐĞƐ ? ƵŶĚĞƌƉŝŶŶĞĚ ďǇ ƚŚĞ ƚŚƌĞĞ-dimensional 
narrative inquiry space (Clandinin and Connelly 2000) (See Figure 5.8, p. 156). To 
ĨĂĐŝůŝƚĂƚĞ ƚŚĞ  ‘ƌĞƐƚŽƌǇŝŶŐ ? ŽĨ ĂĐĐŽƵŶƚƐ ? / ĂĚŽƉƚĞĚ ,Ăůů ?Ɛ  ? ? ? ? ? ? ƐƵŵŵĂƌǇ ŶĂƌƌĂƚŝǀĞ
assessment template (Appendix 15), which allowed me to pull out broad themes 
from the narratives. These broad themes were used to structure the cases, 
supported by unique, detailed examples from the individual narratives. The cases 
include a short participant biography, outlining socio-demographic and cancer-
related characteristics. I then present my interpretation of who the participant is 
today in relation to their cancer experience; ƉĂƌƚŝĐŝƉĂŶƚƐ ?thoughts on the concept 
ŽĨďĞŝŶŐĂ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?; relationships, interaction and communication; and day-
to-day living. I conclude each case with a summary of the ŝŶĚŝǀŝĚƵĂů ?Ɛ cancer 
experience.  
 
^ƵĞ ?ƐƐƚŽƌǇ 
 
^ƵĞ  ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ? P / ƐƵƉƉŽƐĞ / ŐĞƚ ƚŝƌĞĚ ? / Ɛƚŝůů ĐĂůů ŝƚ  “ĐŚĞŵŽ ĨĞǀĞƌ ? ? ďĞĐĂƵƐĞ
ƐŽŵĞƚŝŵĞƐ/ũƵƐƚĚƌŽƉ ?/ƚ ?ƐŵƵĐŚďĞƚƚĞƌƚŚĂŶŝƚǁĂƐ ?ďƵƚ/ƚŚŝŶŬ ƚ ?ƐũƵƐƚĐŽŵĞƚŽĂůĞǀĞů
now where I just have to live within my boundaries really. 
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Sue was in her early 40s when she was diagnosed with ovarian cancer. At the time 
of her diagnosis, she was married, had teenage children and was working full-time 
in healthcare. Sue had a hysterectomy and chemotherapy. She took hormone 
replacement therapy (HRT) but decided to stop, as she was concerned about the 
risk of developing breast cancer. Sue attended follow-up appointments for over ten 
years, but made the decision to stop going. At the time of our interviews, Sue was in 
her mid-50s, and nearly fourteen years post-treatment. Still married, her children 
are grown up, and she works part-time for a cancer charity. 
 
Who is Sue today? 
 
^ƵĞ ?ƐŶĂƌƌĂƚŝǀĞŝƐƐĞƚǁŝƚŚŝŶƚŚĞĐŽŶƚĞǆƚŽĨŚĞƌƐƵƉŽƌƚƌŽůĞĂƚĂĐĂŶĐer charity. Her 
experiences at work form a substantial part of her narrative. It seems Sue grapples 
with feelings of failure and guilt, whilst simultaneously working for an organisation 
where she has to maintain a positive outlook and listen to difficult stories that 
remind her that she too had been diagnosed with cancer. However, Sue said that, 
over time, she has come to realise that there is a purpose behind her diagnosis. Sue 
said she is now able to help others because she has both the medical and personal 
experience of ovarian cancer.  
 
hŶĐĞƌƚĂŝŶƚǇƉĞƌŵĞĂƚĞƐ^ƵĞ ?ƐŶĂƌƌĂƚŝǀĞ ?ǁŚŝĐŚƐƚĞŵƐĨƌŽŵƉĂƐƚĚĞĐŝƐŝŽŶƐ W declining 
a clinical trial and questioning whether she should have had chemotherapy  W and 
concerns for the future  W risk of recurrence, the impact of ageing and other health 
conditions on her ability to participate in the activities she enjoys (such as walking) 
ĂŶĚ ŚĞƌ ĚĂƵŐŚƚĞƌ ?Ɛ ƌŝƐŬ ŽĨ ĚĞǀĞůŽƉŝŶŐ ĐĂŶĐĞƌ ? ^ƵĞ ĂĐŬŶŽǁůĞĚŐĞĚ ƚŚĂƚ ƐŚĞ ŚĂƐ
always been a pessimist. In this respect, it seems she cannot allow herself to be 
positive about the future. Sue said that she does not think she will live as long as 
she once expected, is probably vulnerable to other cancers, and has to  ‘ůŝǀĞǁŝƚŚŝŶ
ŚĞƌ ďŽƵŶĚĂƌŝĞƐ ? as a result of what she referred to as  ‘ĐŚĞŵŽ-ĨĞǀĞƌ ?(fatigue). 
However, she also said that she feels fortunate to have been diagnosed early, that 
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ƐŚĞ ŝƐ  ‘ƉƌŽďĂďůǇĐƵƌĞĚ ? and therefore needs to pace herself, as she has to be well 
enough to deal with life. It seems she wants to be cautiously optimistic about the 
future, but her pessimistic outlook on life, coupled with the cancer stories she 
hears, prevents this.  
 
^ƵĞ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P/ƉƌŽďĂďůǇƚŚŝŶŬƚŚĂƚŵǇĨƵƚƵƌĞŝƐŶ ?ƚŐŽŝŶŐƚŽďĞĂƐůŽŶŐĂƐ/ǁŽƵůĚ
ŚĂǀĞŵĂǇďĞƚŚŽƵŐŚƚĂďŽƵƚŝŶƚŚĞƉĂƐƚ ?/ƚŚŝŶŬƚŚĞƌĞ ?ƐƉƌŽbably long-term implications 
ŽĨŚĂǀŝŶŐƚƌĞĂƚŵĞŶƚĂŶĚ/ƉƌŽďĂďůǇƚŚŝŶŬ/ ?ŵƉƌŽďĂďůǇŵŽƌĞǀƵůŶĞƌĂďůĞƚŽŐĞƚƚŝŶŐŽƚŚĞƌ
ƚǇƉĞƐŽĨĐĂŶĐĞƌ ?^Ž ?/ĚŽŶ ?ƚƐĞĞƚŚĂƚ/ ?ŵŐŽŝŶŐƚŽďĞĂƌŽƵŶĚƵŶƚŝů/ ?ŵ ? ? ? ? 
 
Sue comes across as hard on herself, particularly when comparing herself to others. 
She said she is 'ashamed to say' that she has not changed as a result of her 
diagnosis, saying  ‘ŝƚ ?Ɛ ǀĞƌǇ ĚŝĨĨŝĐƵůƚ ƚŽ ĐŚĂŶŐĞ ŚŽǁ ǇŽƵ ?ǀĞ ĂůǁĂǇƐ ďĞĞŶ ?, as if 
changing who you are is what is expected of someone diagnosed with cancer. Sue 
also alluded to feelings of survivor guilt. For example, she stopped attending follow-
up appointments because she felt guilty going to clinic when she was ok but others 
were clearly very sick. She may also feel guilty when listening to the experiences of 
other women affected by ovarian cancer. As Sue said, she was fortunate her cancer 
was diagnosed early. Many of the women she speaks to have not been so fortunate. 
She mentioned that women with advanced ovarian cancer do not want to hear the 
experiences of those with early stage cancer (such as herself) as they perceive that 
those diagnosed early have a good prognosis from the start. Women with more 
advanced disease often make it clear to Sue that they only want to hear about 
women who have done well after a similar diagnosis. 
 
WĞƌĐĞƉƚŝŽŶŽĨƚŚĞĐŽŶĐĞƉƚŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
Sue said she thinks people still see her as a person who has had cancer, and that 
people who have been diagnosed are  ‘ůĂďĞůůĞĚĨŽƌĂůŽŶŐƚŝŵĞĂĨƚĞƌ ?. She does not 
identify with the term 'living with cancer' as she feels she does not have cancer 
ĂŶǇŵŽƌĞ ? ,ŽǁĞǀĞƌ ? ƐŚĞ ƚŚŝŶŬƐ ƉĞŽƉůĞ ƌĞƋƵŝƌŝŶŐ ĨƵƌƚŚĞƌ ƚƌĞĂƚŵĞŶƚ ĂƌĞ  ‘ůŝǀŝŶŐ ǁŝƚŚ
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ĐĂŶĐĞƌ ? ?^ŚĞƐĂŝĚ ŝƚ ŝƐĚŝĨĨŝĐƵůƚ ƚŽŐĞƚ ƚŚĞ ƚĞƌŵŝŶŽůŽŐǇƌŝŐŚƚ ?  ?^ƵƌǀŝǀŽƌ ?ƐƵŐŐĞƐƚƐƐŚĞ
has done something to make herself a survivor, but Sue is not sure she has done 
anything more than anyone else would. To her, when people say 'survivor' it sounds 
like they have 'done an awful lot. And some people have done, but for other people 
it hasn't made any difference to how they've been'.  
 
Sue acknowledged that cancer is a 'horrible, horrible thing', but she has  ‘ďĞĞŶƚŚĞƌĞ ? 
ĂŶĚŝƐ ‘ŽŬ ?. As such, she maintains that people with cancer do survive, and as result 
there is hope. In contrast, she thinks there is no hope with neurological, progressive 
diseases like motor neurone disease and arthritis, as they are debilitating 
conditions. Despite this, she feels cancer is perceived by most people to be the 
worst thing in the world. She said, 'I'm just aware that cancer seems to be on a 
pedestal', going on to say, 'it's got this terror'. She said the media compounds this 
 ‘ƚĞƌƌŽƌ ?, portraying cancer as a battle that everyone has to fight and, if you do not 
fight, you will not win. 
 
Relationships, interaction and communication 
 
^ƵĞ ĐŽŶƚŝŶƵĞƐ ƚŽ ĨĞĞůĂĐĞƌƚĂŝŶĂŵŽƵŶƚŽĨƉƌĞƐƐƵƌĞ ƚŽƉƵƚŽŶĂ  ‘ĨĂĕĂĚĞ ? ĨŽƌ ƐŽŵĞ
people. She said,  ‘/ĚŽŐĞƚƚŝƌĞĚ ?ƵƚĨŽƌcertain people I will have to put on a façade, 
ǇĞĂŚ ?ĂŶĚũƵƐƚƐĂǇ ? “ĞǀĞƌǇƚŚŝŶŐ ?ƐĂůƌŝŐŚƚ ?ďĞĐĂƵƐĞůůƚŚĂƚƚŚĞǇƌĞĂůůǇǁĂŶƚƚŽŬŶŽǁŝƐ
ĞǀĞƌǇƚŚŝŶŐ ?ƐĂůƌŝŐŚƚĂƐĨĂƌĂƐƚŚĞĐĂŶĐĞƌ ?ƐĐŽŶĐĞƌŶĞĚ ? ? This façade is linked to what 
ƐŚĞĨĞĞůƐŝƐƐŽĐŝĞƚǇ ?ƐĂǀĞƌƐŝŽŶƚŽďĂĚŶĞǁƐ ?ĂŶĚĂŶĞĞĚĨŽƌ ‘ƉŽƐŝƚŝǀŝƚǇ ?. She said that 
people cannot cope with her not being well, partly because they feel guilty that 
they are ok and she is not. As a result, she feels she has to be careful what she says 
to people, for their benefit. Sue also feels that many people still think that 
everybody diagnosed with cancer dies, and that if you do not die, then you did not 
have cancer in the first place: 
 
Sue (follow-ƵƉŝŶƚĞƌǀŝĞǁ ? P ? ? ?ŝĨǇŽƵ ?ǀĞŐŽƚĐĂŶĐĞƌ ?ǇŽƵŬŶŽǁ ? “ǁŽǁ ? ?ŝƚŐĞƚƐĂŶĂǁĨƵůůŽƚ
of attĞŶƚŝŽŶĂŶĚŝŶĂǁĂǇƚŚĂƚĐĂŶŵĂŬĞƚŚŝŶŐƐĚŝĨĨŝĐƵůƚďĞĐĂƵƐĞƉĞŽƉůĞĨŽĐƵƐŽŶǁŚĂƚ ?Ɛ
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happened to you, inquisitive and a bit, wanting to know exactly the ins and outs and 
ŝŵĂŐŝŶŝŶŐƚŚĂƚǇŽƵ ?ƌĞŐŽŝŶŐƚŽĚŝĞ ?ŽƐŵŽƐƚƉĞŽƉůĞƚŚŝŶŬĐĂŶĐĞƌĞƋƵĂůƐĚĞĂƚŚ ? 
 
EB: And ĚŽǇŽƵƚŚŝŶŬƚŚĂƚ ?ƐǁŚǇŝƚŚĂƐƚŚĞƉƌŽĨŝůĞƚŚĂƚŝƚĚŽĞƐ ?ďĞĐĂƵƐĞƉĞŽƉůĞĚŽƐƚŝůů
think, cancer equals death? 
 
Sue: Yeah. You ask most people down the street and they will say that most people 
ǁŝƚŚĐĂŶĐĞƌĚŝĞ ?^Ž/ƐƚĂŶĚƚŚĞƌĞ ?ůĂƵŐŚƐ ?ĂŶĚƐĂǇ “/ ?ŵƐƚŝůůŚĞƌĞ ? ?zĞĂŚ/ŚĂǀĞďĞĞŶŝŶ
ĐŽŶǀĞƌƐĂƚŝŽŶƐ ǁŚĞƌĞ ƉĞŽƉůĞ ŚĂǀĞ ƐĂŝĚ  “ŽŚ ǁĞůů ĞǀĞƌǇďŽĚǇ ǁŝƚŚ ĐĂŶĐĞƌ ĚŝĞƐ ? ĂŶĚ /
 “ŽŽŽŚ ?ǁĞůůĂĐƚƵĂůůǇ ? ?ůĂƵŐŚƐ ? ?KƌƚŚĞǇƚŚŝŶŬ ?ĂŶĚĂĐƚƵĂůůǇƚŚŝƐŝƐĂǀĞƌǇǀŝǀŝĚŵĞŵŽƌǇ ?
ƚŚĂƚďĞĐĂƵƐĞǇŽƵ ?ǀĞĚŽŶĞĂůƌŝŐŚƚ ?ƚŚĂƚǇŽƵĚŝĚŶ ?ƚĂĐƚƵĂůůǇŚĂǀe cancer in the first place. 
Kƌ ŝƚǁĂƐŶ ?ƚƉƌŽƉĞƌĐĂŶĐĞƌ ?dŚĂƚǁĂƐ ǀĞƌǇ ƐƚƌŽŶŐŵĞŵŽƌǇ ?WĞŽƉůĞ ǁĞƌĞ ƚŚŝŶŬŝŶŐ  “ŽŚ
ǇŽƵ ?ƌĞĂůƌŝŐŚƚ ?ďƵƚǇŽƵŽŶůǇŚĂĚǁĞĂŬĐŚĞŵŽƚŚĞƌĂƉǇ ? ? / ƌĞŵĞŵďĞƌŽŶĞ ĨƌŝĞŶĚƐĂǇŝŶŐ
 “ŽŚ ǇĞƐ ďƵƚ ǇŽƵ ŽŶůǇ ŚĂĚ ǁĞĂŬ ĐŚĞŵŽƚŚĞƌĂƉǇ ? ? ĂĂƌŐŚ ? ǇŽƵ ŬŶŽǁ ? ? ? / ƚŚŝŶŬ ƚŚĞƌĞ ?Ɛ
ƋƵŝƚĞĂďŝƚŽĨĚŽƵďƚƚŚĂƚŝĨǇŽƵ ?ƌĞĚŽŝŶŐŽŬ ?ǇŽƵĚŝĚŶ ?ƚĂĐƵĂůůǇŚĂǀĞŝƚƉƌŽƉĞƌůǇŝŶƚŚĞ
first place. 
 
Day-to-day living 
 
Sue has to be careful about how much she takes on, as her stamina levels are quite 
limited. She described how she gets tired easily, referring to this as  ‘ĐŚĞŵŽ-ĨĞǀĞƌ ?. 
She can only work part-time and if she pushes herself too hard, she becomes 
unwell. As such, Sue described being a  ‘ůŝƚƚůĞŽďƐĞƐƐŝŽŶĂů ? about the spread of the 
 ‘ĚƌĞĂĚĞĚůƵƌŐǇ ?. Sue is now more aware of anything that is wrong with her, and that 
things could  ‘Ɛƚŝůů ŐŽ ǁƌŽŶŐ ? i.e. recurrence. However, if she has an ache or pain 
now, cancer is not the first thing she thinks of:  ‘/ ƚŚŝŶŬƐŽŵĞďŽĚǇƐĂŝĚƚŽŵĞ  “ǇŽƵ
will think every ache and pain is the cancer coming back for at least five or ten 
ǇĞĂƌƐ ?ǇŽƵŬŶŽǁ ?tŚĞƌĞĂƐŶŽǁ ?ŝƚŚĂƐƚŽďĞƚŚĞƌĞĨŽƌĂƚůĞĂƐƚĂǁĞĞŬŽƌƐŽďĞĨŽƌĞ/
ĚŽĂŶǇƚŚŝŶŐĂďŽƵƚŝƚ ?.  
 
Sue (follow-up ŝŶƚĞƌǀŝĞǁ ? P  ? ? ?ŶŽǁŝƚ ?ƐŶŽƚĂďŝŐ ŝƐƐƵĞĨŽƌŵĞƌĞĂůůǇ ?DŽƐƚŽĨƚŚĞƚŝŵĞ ? 
You know, you obviously get the odd moment when you think, or if you have a 
ƉĂƌƚŝĐƵůĂƌĂĐŚĞŽƌƉĂŝŶ ?ǇŽƵƚŚŝŶŬ ? “ŽŽŚǁŚĂƚ ?ƐƚŚŝƐĂůůĂďŽƵƚ ? ? 
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^ƵŵŵĂƌǇŽĨ^ƵĞ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
 
Fourteen years post-ƚƌĞĂƚŵĞŶƚ ?^ƵĞ ?Ɛ ůŝĨĞ ?ĂŶĚƚŚĂƚŽĨŚĞƌĨĂŵŝůǇ ? ŝƐƐƚŝůůǀĞƌǇŵƵĐŚ
consumed by cancer. She has to  ‘ůŝǀĞ ǁŝƚŚŝŶ ŚĞƌ ďŽƵŶĚĂƌŝĞƐ ? as a result of her 
diagnosis. The nature of her work at a cancer charity means she sometimes relives 
her experiences through the stories she hears. However, the benefits of her role 
include feeling that there is a purpose behind her diagnosis and a  ‘ƌĂƚŝŽŶĂů
ŬŶŽǁůĞĚŐĞ ? of ovarian cancer stops her worrying as much as she might otherwise. 
Her diagnosis, and subsequent employment, has also deepened her relationship 
with her husband. As a result of the stories Sue hears, coupled with her pessimistic 
nature, the future is one of contradiction and uncertainty.  
 
EB (follow-up interview): So [cancer is] not really at the forefront of your mind? 
 
^ƵĞ PtĞůů ?ƉĞŽƉůĞƐĂǇ ?ŝƚ ?ƐǀĞƌǇĚŝĨĨŝĐƵůƚďĞĐĂƵƐĞǁŽƌŬŝŶŐŚĞƌĞ ?/ ?ŵƚŚŝŶŬŝŶŐĂďŽƵƚŝƚĂŶĚ
ŝƚ ?ƐĂůůĂŵŝǆƚƵƌĞƌĞĂůůǇ ?ǁŚĞƌĞ/ĐŽŵĞŝŶĂŶĚǁŚĞƌĞ/ŐŽ ?ĂŶĚƚŚĞĐƵƚŽĨĨƉĞƌŝŽĚ ?ƐŽŝƚ ?Ɛ
quite difficult to say what it would be like if I ǁĂƐŶ ?ƚǁŽƌŬŝŶŐŚĞƌĞ ?ŽƌŚŽǁŵƵĐŚ/ ?ĚďĞ
thinking about it. 
 
--- 
 
^ƵĞ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P Qŝƚ ?ƐďĞĞŶĨŝůĞĚĂǁĂǇƐŽŵĞǁŚĞƌĞ ?/ĚŽŶ ?ƚŬŶŽǁŚŽǁ/ǁŽƵůĚďĞŝĨ/
ǁĂƐŶ ?ƚŝŶƚŚŝƐũŽď ?ǇŽƵŬŶŽǁ ?ďĞĐĂƵƐĞ/ ?ǀĞŐŽƚƐŽŵĞƐŽƌƚŽĨƌĂƚŝŽŶĂůŬŶŽǁůĞĚŐĞŽĨŝƚĂůů ?
rather than ŝĨƐĂǇ/ǁĂƐŶ ?ƚŝŶǀŽůǀĞĚŝŶƚŚŝƐ ?/ŵĂǇďĞǁŽƵůĚďĞŵŽƌĞǁŽƌƌŝĞĚĂďŽƵƚǁŚĂƚ
might happen in the future. 
 
DĂƌǇ ?ƐƐƚŽƌǇ 
 
DĂƌǇ  ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ?  QĂůƚŚŽƵŐŚ / ?ŵoptimistic by nature, I am sort of on borrowed 
time, so each year is a bonus. I would like to forget about having had cancer, and 
ƚŚĂƚ ?Ɛ ŶŽƚ ĚĞŶǇŝŶŐ ƚŚĂƚ / ?ǀĞ ŚĂĚ ĐĂŶĐĞƌ Q Ƶƚ ƚŚĞƌĞ ĂƌĞ ƚŝŵĞƐ ǁŚĞŶ / ǁŽƵůĚ ? ŝĨ / ?ŵ
ďĞŝŶŐŚŽŶĞƐƚ ?/ ?ĚůŝŬĞƚŽďĞƌĞĂůůǇƐŚŽƚŽĨĂŶǇƚŚŝŶŐƚŽĚŽǁŝƚŚĐĂŶĐĞƌ ? 
 
  
181 
 
Mary was in her late 50s when she was diagnosed  ‘ŽƵƚ ŽĨ ƚŚĞ ďůƵĞ ? with ovarian 
cancer. At the time of her diagnosis, she was married, with adult children and 
working part-time in healthcare. Mary had a hysterectomy followed by 
chemotherapy. At the time of our interviews, Mary was seven years post-
treatment. She was in her mid-60s, still married, and now a grandmother. Mary 
retired two years after her diagnosis but carried on working on an ad-hoc basis for a 
further five years. She is actively involved in a local cancer support group and cancer 
experience panel at her local hospital.  
 
Who is Mary today? 
 
DĂƌǇƐĂŝĚƐŚĞŚĂƐŚĂĚĂ ‘ǀĞƌǇŚĂƉƉǇĂŶĚƉƌŝǀŝůĞŐĞĚůŝĨĞ ?and that sums up the tone 
of her narrative. She is a positive, pragmatic woman who values the moment and 
lives in the present.  
 
Mary (follow-up ŝŶƚĞƌǀŝĞǁ ? P QůŝĨĞŝƐǀĞƌǇ ƉƌĞĐŝŽƵƐĂŶĚŝƚ ?ƐŶŽƚŐƵĂƌĂŶƚĞĞĚĂŶǇŵŽƌĞ ?ŶĚ
ŝŶŝƚŝĂůůǇ / ƚŚŽƵŐŚƚ / ƉƌŽďĂďůǇ ǁŽƵůĚŶ ?ƚ ůĂƐƚ Ă ǇĞĂƌ Žƌ ƚǁŽ ? ƐŽ ŝŶ ƚŚĂƚ ƐĞŶƐĞ / ĨĞĞů ŝƚ ?Ɛ
ďŽƌƌŽǁĞĚƚŝŵĞ ?ďƵƚ/ ?ŵŶŽƚƚŚŝŶŬŝŶŐ/ ?ǀĞŐŽƚƚŽ ?ŝƚ ?ƐŶŽƚĂĨĨĞĐƚŝŶŐŚŽǁ/ĨƵŶĐƚŝŽŶ ?ŝŶƐŽ
far as thinking this is my lasƚĚĂǇ ?/ƚ ?ƐũƵƐƚ/ ?ŵǀĞƌǇŐƌĂƚĞĨƵůĨŽƌƐƚŝůůďĞŝŶŐŚĞƌĞĂŶĚƐƚŝůů
feeling well. 
 
Mary does not feel she has changed as a result of her cancer diagnosis. She said 
that life events prior to her diagnosis have affected her more. Close friends of her 
family died in an accident, which made her appreciate the value of life. However, 
Mary admitted that life busier than ever, even though she has retired. She 
attributes this to being heavily involved in cancer activities and suggested she needs 
to cut down her involvement. She runs a support group - something she feels 
responsible for and therefore cannot extricate herself from. She wants to do more 
for herself, so-called  ‘ƐĞůĨŝƐŚ ? things, like hobbies, but feels guilty if she engages in 
such activities. She admitted cancer features too heavily in her  ‘ŐĞŶĞƌĂů ĚĂǇ ? and 
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acknowledged  ‘/ ?ǀĞŐŽƚ ƚŽ ĐŽŵĞ ƚŽ ƚĞƌŵƐǁŝƚŚ ƐŽƌƚŝŶŐ ƚŚĂƚŽƵƚ ? ĐŽƐƚŚĂƚ ?Ɛ ŶŽƚ ƚŚĞ
ƌŝŐŚƚďĂůĂŶĐĞ ? ? 
 
Mary (follow-up ŝŶƚĞƌǀŝĞǁ ? P  Q/ ?ŵ ǀĞƌǇ ŝŶǀŽůǀĞĚ ŝŶ ƚŚĞ ĐĂŶĐĞƌ ĨŝĞůĚ Q / ?ŵǀĞƌǇ ? ǀĞƌǇ
involved and life actually feels more pressured now, because of the cancer 
ŝŶǀŽůǀĞŵĞŶƚ ?ĂŶĚ/ŐĞƚƚŽƚŚĞƐƚĂŐĞǁŚĞƌĞ/ĨĞĞůŐƵŝůƚǇŶŽǁŝĨ/ ?ŵĚŽŝŶŐƐŽŵĞƚŚŝŶŐ ?ǁŚĂƚ
I call, selfish. 
 
However, Mary said sitting on the cancer user group is rewarding as she sees 
improvements at her local hospital. Indeed, Mary said her daughter is pleased she 
sits on the user group as it feels as though something positive has come out of a 
bad experience. She said that she would be just as busy with other voluntary 
activities if she were not so involved with cancer groups, because even though her 
ĨĂŵŝůǇĂƌĞ ŝŵƉŽƌƚĂŶƚ ƚŽŚĞƌ ?DĂƌǇĂĚŵŝƚƚĞĚƐŚĞĐŽƵůĚŶŽƚĞǆŝƐƚ ƐŽůĞůǇ  ‘in our own 
unit ? ?
 
WĞƌĐĞƉƚŝŽŶŽĨƚŚĞĐŽŶĐĞƉƚŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
Mary trained as a nurse when cancer 'was an absolute taboo'; people did not talk 
about it. She said cancer still has the  ‘ŝŶƐƚĂŶƚ ĚĞĂƚŚ Ăƚ ĂŶǇ ĂŐĞ ? association that 
ƉĞƌŚĂƉƐ ŝƐŶŽƚĂƐƐŽĐŝĂƚĞĚǁŝƚŚĚŝƐĞĂƐĞƐ ůŝŬĞD^ĂŶĚůǌŚĞŝŵĞƌ ?Ɛ ?DĂƌǇĨĞĞůƐŐƵŝůƚǇ
ĂďŽƵƚĐĂŶĐĞƌ ?ƐƉƌŽĨŝůĞĂƚƚŚĞĞǆƉĞŶƐĞŽĨŽƚŚĞƌůŽŶŐ-term conditions, particularly as 
she perceives other conditions to be worse than cancer.  
 
In terms of the terminology used to describe people affected by cancer, Mary hates 
ƚŚĞŝĚĞĂŽĨ ‘ĞŶŐĂŐŝŶŐŝŶĂďĂƚƚůĞ ? because  ‘ŝƚ ?ƐĂƌĞĨůĞĐƚŝŽŶŽŶƉĞŽƉůĞǁŚŽŝƚůŽŽŬƐĂƐ
though becaƵƐĞƚŚĞǇ ?ǀĞĚŝĞĚ ?ƚŚĂƚƚŚĞǇŚĂǀĞŶ ?ƚ ?ďĂƚƚůĞĚ ? ?. She also dislikes the terms 
 ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ĂŶĚ  ‘ƐƵĨĨĞƌĞƌ ? ?^ŚĞƐĂŝĚ ‘/ ĨĞĞů ƚŚĂƚ / ?ǀĞŚĂĚĐĂŶĐĞƌ ? ŝƚ ?ƐĂŶ ŝůůŶĞƐƐ ?
ĂŶĚ / ?ŵ ũƵƐƚ ůƵĐŬǇ ƚŚĂƚ / ?ŵ ǁĞůů ? / ƚŚŝŶŬ / ĐĂůů ŵǇƐĞůĨ ǁĞůů ? ƌĂƚŚĞƌ ƚŚĂŶ Ă ƐƵƌǀŝǀŽƌ ? ? 
However, Mary said that even though she does not consider she has cancer 
anymore, she is conscious that she has had it, and is probably more likely to have it 
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again than not. As such, she said she is looking at death in a more vivid way and, 
consequently, ĨĞĞůƐƐŚĞŝƐůŝǀŝŶŐŽŶ ‘ďŽƌƌŽǁĞĚƚŝŵĞ ?. 
 
Mary (follow-up ŝŶƚĞƌǀŝĞǁ ? P  QĐĞƌƚĂŝŶůǇĞĂĐŚǇĞĂƌ ŝƐĂ ŵŝůĞƐƚŽŶĞ ?ŶĚĂůƚŚŽƵŐŚ /ĚŽŶ ?ƚ
ĐŽŶƐŝĚĞƌ /ŚĂǀĞĐĂŶĐĞƌŶŽǁ Q / ?ŵĐŽŶƐĐŝŽƵƐƚŚĂƚ / ?ǀĞŚĂĚ ŝƚĂŶĚƐŽ / ĨĞĞů / ?ŵƉƌŽďĂďůǇ
more likely to have to again than not. 
 
Relationships, interaction and communication 
 
DĂƌǇ ?Ɛ ŶĂƌƌĂƚŝǀĞ ŚŝŐŚůŝŐŚƚĞĚ ƚŚĞ ƵŶĚĞƌůǇŝŶŐ ŝŵƉŽƌƚĂŶĐĞ ŽĨ ŚĞƌ ĨĂŵŝůǇ ? dŚĞ ŵŽƐƚ
valued and important events in her life seem to have stemmed from family 
experiences. Indeed, her hopes for the future are framed in relation to her family. 
^ŚĞ ŚŽƉĞƐ ƚŽ ĐŽŶƚŝŶƵĞ ƚŽ ďĞ Ă  ‘ƉƌŽĂĐƚŝǀĞ ŐƌĂŶĚƉĂƌĞŶƚ ? and see all her children 
married. Mary feels the impact of cancer was worse for them: 
 
DĂƌǇ  ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ? P / ƐƚƌŽŶŐůǇ ĨĞĞů ŝƚ ?Ɛ worse for the relations than the person.  
ĞĐĂƵƐĞǇŽƵ ?ǀĞŐŽƚƚŚĞĚŝĂŐŶŽƐŝƐ ?ǇŽƵĚŽŶ ?ƚŚĂǀĞĂĐŚŽŝĐĞǇŽƵ ?ǀĞŐŽƚƚŽŐĞƚŽŶǁŝƚŚŝƚ ?
dŚĞŽƚŚĞƌƉĞŽƉůĞŚĂǀĞŐŽƚ ƚŽĚĞĂůǁŝƚŚ ŝƚ ƚŚĞŵƐĞůǀĞƐ ? dŚĞǇ ?ǀĞĂůƐŽŐŽƚ ƚŽĚĞĂůǁŝƚŚ
how do they relate to the person with it, you know, what can they talk about what can 
ƚŚĞǇŶŽƚ ?ǇŽƵŬŶŽǁ ?ŚŽǁĐĂŶƚŚĞǇŚĞůƉ ?ǁŚĂƚŵƵƐƚŶ ?ƚƚŚĞǇĚŽ ?ǁŚĂƚŵƵƐƚŶ ?ƚƚŚĞǇƐĂǇ ?
And I think that does create problems.  You know, I think it is harder for them. 
 
Mary feels no one responds to, or treats, her any differently today. She hopes her 
family think of her as someone who has had cancer, but also that they do not define 
her by her diagnosis. Mary thinks her children have become closer as a result of her 
cancer. She said that  ‘ ?ƐĞĞŝŶŐŚŽǁ ƚŚĞ ƚŚƌĞĞ Đhildren have sort of clung together 
ĂŶĚƐĞĞŵƚŽďĞƐƵƉƉŽƌƚŝŶŐŽŶĞĂŶŽƚŚĞƌĂŶĚƐƵƉƉŽƌƚŝŶŐŵǇŚƵƐďĂŶĚ ? is a source of 
comfort to her.  
 
Cancer has made Mary re-evaluate the importance of nurturing friendships; she 
now values friends and building friendships, which in turn has helped develop 
support networks for her children and husband  W something she was keen to 
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achieve, as she wants to ensure they are able to function in the event of her death. 
Again, this demonstrates her pragmatic approach to cancer. 
 
Day-to-day living 
 
Mary said she would have ignored aches and pains in the past, but now she fears 
they could be cancer-related so acts on them. She gets a  ‘ŶĂŐŐŝŶŐ ĨĞĞůŝŶŐ ? that 
certain pains could be a sign of recurrence.  Indeed, at the time of our follow-up 
interview, Mary was undergoing investigations for a pain in her stomach. It was not 
a constant symptom but she wished she knew what was causing it. As a result of 
these  ‘ƌĞĂůŝƚǇ ĐŚĞĐŬƐ ?, Mary experiences a loss of certainty about health. This 
uncertainty seems to have been compounded by the lack of information she 
received on treatment completion about signs and symptoms of recurrence, and 
her involvement in cancer groups as she regularly hears of people being diagnosed 
with a recurrence. Mary also descrŝďĞĚ Ă ůŽƐƐ ŽĨ ĐĞƌƚĂŝŶƚǇ ĂďŽƵƚ ŚĞƌ ĐŚŝůĚƌĞŶ ?Ɛ
health. She worries she has passed on  ‘ďĂĚŐĞŶĞƐ ? and is therefore influencing their 
chances of developing cancer. 
 
DĂƌǇ ĚĞƐĐƌŝďĞĚ ŚĞƌƐĞůĨ ĂƐ  ‘ǁĞůů ?, and very healthy, otherwise. She can still 
participate in the physical activities she did prior to her diagnosis, for example, 
tennis. However, she mentioned that her tennis grip is not as strong.  
 
^ƵŵŵĂƌǇŽĨDĂƌǇ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
 
Mary has a positive outlook on life. She is aware of how valuable life is, and 
therefore lives in the moment. However, ĐĂŶĐĞƌ ŚĂƐĂ ĐĞŶƚƌĂůƉůĂĐĞ ŝŶDĂƌǇ ?Ɛ ůŝĨĞ
today, predominantly as a result of the cancer groups she is involved with, but also 
as a result of ongoing investigations for a pain in her stomach. As she did not 
experience symptoms around the time of her diagnosis, and is seemingly still 
unsure of signs of recurrence, Mary lives with an uncertainty about her health. 
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Although optimistic by nature, she said she is  ‘ƐŽƌƚ ŽĨ ŽŶ ďŽƌƌŽǁĞĚ ƚŝŵĞ ? ƐŽ ĞĂĐŚ
ǇĞĂƌŝƐĂďŽŶƵƐ ?and feels she is looking at death in a more vivid way. This does not 
affect her daily living, but seeks to underscore how precious life is, and that is not 
guaranteed any more. 
 
ůĂŝƌĞ ?Ɛ story 
 
Claire (follow-up ŝŶƚĞƌǀŝĞǁ ? P Q/ĚŽũƵƐƚƚƌǇĂŶĚůŽŽŬĂƚŝƚĂƐ ?ǇĞƐ ?ŝƚǁĂƐĂŶĂǁĨƵůƚŝŵĞ ?ŝƚ
was total upheaval, a lot of people were very, very hurt and upset by everything that 
ǁĂƐŐŽŝŶŐŽŶ ?Ƶƚŝƚ ?ƐĚŽŶĞ ?/ƚ ?ƐĚŽŶĞŶŽǁ Q/ƚŚŝŶŬǇŽƵŚĂǀĞ ƚŽŐĞƚto that point where 
ǇŽƵĚŽƉƵƚĂůŝĚŽŶŝƚ ?ůŽĐŬŝƚƵƉĂŶĚƉƵƚŝƚĂǁĂǇĂŶĚŐŽ “ƌŝŐŚƚ ?ƚŚĂƚ ?Ɛŝƚ ?/ŚĂǀĞƚŽŶŽǁ
ũƵƐƚŐĞƚŽŶǁŝƚŚŝƚĂŶĚƚƌǇŶŽƚƚŽůĞƚŝƚĐŽŶƐƵŵĞŵĞĂƐŵƵĐŚĂƐŝƚĚŝĚ ? ?
 
Claire was in her early 30s when she was diagnosed with cervical cancer after a 
routine smear test. At the time of diagnosis, Claire was in what she described as a 
new relationship (she and her partner had been together for one and a half years), 
with no children. She was working full-time when she was diagnosed, and continues 
to work full-time today. Claire had a trachelectomy, the aim of which was to 
preserve her fertility. Her physical recovery took six months, during which time she 
suffered from post-traumatic stress disorder. At the time of our interviews, Claire 
had recently attended her five-year follow-ƵƉ ĂƉƉŽŝŶƚŵĞŶƚ ? Ă  ‘ŵŝůĞƐƚŽŶĞ ? for her. 
She volunteers for a cancer charity, raising awareness about cervical cancer through 
media interviews. She is still with her partner and, by choice, they do not have 
children.  
 
Who is Claire today? 
 
Claire approached her diagnosis in a positive, pragmatic way, saying she would do 
whatever had to be done. The first two years were the most difficult for her; she 
described at length how cancer  ‘ĐŽŶƐƵŵĞĚ ? her during a difficult post-surgery 
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recovery period. When she came out of hospital  ‘ŝƚ Śŝƚ ŵĞ ĂŶĚ / ǁĂƐ ůŝŬĞ  “ƚŚŝƐ ŝƐ
ƋƵŝƚĞ ŵĂũŽƌ ? ?. She described the period as  ‘ĨƵůů-ŽŶ ?, and did not like being out of 
control. As a result, she suffered panic attacks that  ‘ƐƚƵŶƚĞĚ ? her recovery. She 
talked at length about the lack of support she received from health professionals 
post-treatment. It was at this point that she drew on the support of her family. She 
feels that if her family situation had been different, she would have struggled even 
more than she did. As it was, Claire and her family  ‘ŵƵĚĚůĞĚ ? through and she 
overcame the panic attacks with the support of her GP and mum. The turning point 
ŝŶŚĞƌƌĞĐŽǀĞƌǇǁĂƐŐŽŝŶŐďĂĐŬƚŽǁŽƌŬ ?ǁŚĞŶƐŚĞĐŽƵůĚ ‘get back into normal life as 
ŵƵĐŚĂƐǇŽƵĐĂŶĐĂůůŝƚŶŽƌŵĂůůŝĨĞ ? ? 
 
ůĂŝƌĞ ?ƐĂŐĞĂŶĚůŝĨĞƐƚĂŐĞŚĂǀĞƉůĂǇĞĚĂƉĂƌƚŝŶƐŚĂƉŝŶŐŚĞƌĐĂŶĐĞƌĞǆƉĞƌŝĞŶĐĞ ?^ŚĞ
mentioned that it was overwhelming having to make decisions about treatment at 
such a young age. She was also in a relatively new relationship and found it difficult 
talking to her partner, not just about cancer, but about her fertility, and the 
possibility of having children in the future. Claire had to make a decision whether to 
have a hysterectomy or a pioneering trachelectomy.  Initially, she wanted a 
hysterectomy because she wanted anything to do with the cancer removed so, in 
her eyes, the risk of recurrence was reduced. However, Claire was persuaded to go 
ahead with the trachelectomy. She did worry about recurrence, particularly in the 
first couple of years  W questioning whether doctors had removed all the cancer. 
However, how she feels about her treatment has changed over time. She is 
reflective in her narrative, saying that when she passed the five-year marker, she 
ĐĂŵĞ ƚŽ ƌĞĂůŝƐĞ ƚŚĂƚ ŝƚ ǁĂƐ  ‘ďǇ ƚŚĞ ďǇ ? which surgery she had - because she had 
survived. However, she lives with a degree of uncertainty because, as yet, there are 
no ten-year survival statistics for women who have had a trachelectomy as it is such 
a new procedure. She continues to worry about recurrence, particularly before 
follow-up appointments, but believes she now has the same risk as everyone else, 
ďĂĐŬƚŽ ‘ŽŶĞŝŶƚŚƌĞĞ ?. Claire is pragmatic about the possibility of cancer recurrence, 
saying  ‘ǇŽƵ ŐŽ ďĂĐŬ ƐƚĂƚŝƐƚŝĐĂůůǇ ƚŽ ŚŽǁ ĞǀĞƌǇŽŶĞ ĞůƐĞ ŝƐƚŚĞŶ ǇŽƵ ŐŽ  “ǁĞůů ŝĨ / ?ŵ
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ŐŽŝŶŐƚŽďĞĚĞĂůƚƚŚĞĐĂƌĚĂŐĂŝŶ ? / ?ŵŐŽŝŶŐƚŽďĞĚĞĂůƚƚŚĞĐĂƌĚĂŐĂŝŶ ? ?ďƵƚƚŚĂƚ ?Ɛ
ƚŚĂƚ ? ? She summed it up by saying:  ‘/ƚǁĂƐĂǀĞƌǇŝŶƚĞƌĞƐƚŝŶŐƚŝŵĞ ?ĚŽŶ ?ƚĞǀĞƌǁĂŶƚƚŽ
go back there agaŝŶ ? ? 
 
Claire talked about how she feels she has changed for the better as a result of 
cancer, becoming less  ‘DŝƐƐK ? and able to walk away from situations that in the 
past she would have let bother her. However, when I asked her how she thought 
other people would describe her now, she said:  ‘The same as before. Miss OCD, 
ǁĞŝƌĚŽ ?ǁŚĂƚĞǀĞƌ ?/ƚŚŝŶŬƚŚĞǇ ?ĚĂůůďĞƐŝƚƚŝŶŐŚĞƌĞŐŽŝŶŐ “ƐŚƵƚƵƉ ?ǇŽƵ ?ƌĞĂƐďĂĚĂƐ
ǁŚĂƚ ǇŽƵ ǁĞƌĞ ? ? /Ĩ ƉĞŽƉůĞ ĂĐƚƵĂůůǇ ƌĞŵĞŵďĞƌĞĚ ǁŚĂƚ /ƵƐĞĚ ƚŽ ďĞ ůŝŬĞ ? / ŚĂǀĞ
changed, maybe just a liƚƚůĞ ďŝƚ ?ďƵƚ /ŚĂǀĞ ĐŚĂŶŐĞĚ ? ?Claire does not plan for the 
future, not because she feels there is no future to plan for, but because she thinks 
life is too short. She feels she has changed in this respect as she always planned and 
liked to be in control. ^ŚĞŚĂƐ ‘ƉƵƚƚŚĞƌĞŝŶƐŽŶ ?, and slowed herself down.  
 
WĞƌĐĞƉƚŝŽŶŽĨƚŚĞĐŽŶĐĞƉƚŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
Claire feels she reverts back to being a cancer patient at follow-up appointments, 
now once a year, but thinks of herself as a survivor as she has literally survived 
something that could have killed her. However, also evident in her narrative are 
examples of how she has survived the experience of cancer: surgery, her recovery, 
panic attacks and reaching the five-year marker she was clearly aiming for. She is 
proud of her survival. dŚĞ ŝĚĞĂ ŽĨ  ‘ĨŝŐŚƚŝŶŐ ? ƌĞƐŽŶĂƚĞƐ ƐƚƌŽŶŐůǇ ǁŝƚŚ ůĂŝƌĞ ?In this 
respect she does think of herself as a survivor, but would not necessarily refer to 
herself as such. She seems to have approached the experience with something akin 
ƚŽ ‘ĨŝŐŚƚŝŶŐƐƉŝƌŝƚ ? W  ‘ŵǇǀŝĞǁǁĂƐ “ǁŚĂƚĚŽǁĞŶĞĞĚƚŽĚŽĂďŽƵƚƚŚŝƐ ? ?tĞ ?ǀĞŐŽƚƚo 
ĚŽǁŚĂƚĞǀĞƌǁĞ ?ǀĞŐŽƚƚŽĚŽ ?/ ?ŵŶŽƚŐŽŝŶŐƚŽĚŝĞĨƌŽŵƚŚŝƐ ?ǇŽƵŬŶŽǁ ?ůĞƚ ?ƐũƵƐƚŐĞƚ
ŝƚĚŽŶĞ ? ? 
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Relationships, interaction and communication 
 
ŶƵŶĚĞƌůǇŝŶŐƚŚĞŵĞŝŶůĂŝƌĞ ?ƐŶĂƌƌĂƚŝǀĞŝƐƚŚĞŝŵƉŽƌƚĂŶĐĞŽĨĨĂŵŝůǇ ?ŚŝŐŚůŝŐŚƚĞĚďǇ
quotes such as:  ‘ ?ĐĂŶĐĞƌ ?ĐŽƌƌƵƉƚĞĚŵǇ ůŝĨĞĂŶĚŵĂĚĞŵǇ ĨĂŵŝůǇ ƐŽƵƉƐĞƚ ? ?  ‘ǇŽƵ ?ǀĞ
ĚŽŶĞƚŚŝƐƚŽŵĞ ?ĂŶĚƚŚŝƐƵƉŚĞĂǀĂůĨŽƌŵǇĨĂŵŝůǇ ?. Cancer was a family experience  W 
ŽŶĞƐŚĞĨĞĞůƐǁĂƐŚĂƌĚĞƌĨŽƌƚŚĞŵƚŽŐŽƚŚƌŽƵŐŚ ?ůĂŝƌĞƵƐĞĚ ‘ǁĞ ?ĂŶĚ ‘ƵƐ ?ƐĞǀĞƌĂů
ƚŝŵĞƐ ŝŶ ŚĞƌ ĂĐĐŽƵŶƚ P  ‘ƚŚĂƚ ?Ɛ ǁŚĞƌĞ ǁĞ ƐƚƌƵŐŐůĞĚ ? ? ‘/ ƚŚŝŶŬ  ?ƉĂŶŝĐ ĂƚƚĂĐŬƐ ? ƐƚƵŶƚĞĚ
ĞǀĞƌǇƚŚŝŶŐ ĂŶĚ ƐŽƌƚ ŽĨ ƚŚƌĞǁ ƵƐ ŽĨĨ ĐŽƵƌƐĞ ?. She feels closer to her family, 
particularly her mum and sister, as a result of the support they gave her. Further 
evidence that cancer was a family experience, and one of great upheaval, is 
demonstrated by the fact Claire did not nominate someone to take part in a 
 ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌ ? ŝŶƚĞƌǀŝĞǁ ? ^ŚĞ ŬŶĞǁ ŚĞƌ ŵƵŵ ǁŽƵůĚ ƉĂƌƚŝĐŝƉĂƚĞ ŝĨ ĂƐŬĞĚ ? ďƵƚ
Claire did not want her to have to relive the experience. 
 
Claire (first interview): I still to this day say that I think it was harder for my family and 
my friends than what it was for me... I was the one that had been diagnosed so you 
just have to get on with it.  Whereas, you know, to see your parents just wanting to 
soůǀĞ ƚŚĞ ƉƌŽďůĞŵ ĨŽƌ ǇŽƵ ? ĂƐ ƚŚĞǇ ĚŽ ? ĂŶĚ ƚŚĞǇ ĐŽƵůĚŶ ?ƚ ? ǇŽƵ ŬŶŽǁ ? ŝƚ ǁĂƐ
heartbreaking really.   
 
dŚĞŝŵƉŽƌƚĂŶĐĞŽĨƵŶĚĞƌƐƚĂŶĚŝŶŐŝƐĐůĞĂƌŝŶůĂŝƌĞ ?ƐŶĂƌƌĂƚŝǀĞ ?^ŚĞĨĞĞůƐƚŚĂƚƵŶůĞƐƐ
you have been through the cancer experience, you will struggle to understand how 
she feels. ůĂŝƌĞ ?ƐƉĂƌƚŶĞƌ ?ƌĂŝŐ ?ĚĞŵŽŶƐƚƌĂƚĞĚĂůĂĐŬŽĨƵŶĚĞƌƐƚĂŶĚŝŶŐǁŝƚŚƌĞƐƉĞĐƚ
to the importance of the five-ǇĞĂƌŵĂƌŬĞƌ ?,ĞĚŝĚŶŽƚŵĞĞƚůĂŝƌĞ ?Ɛ  ‘ĞǆƉĞĐƚĂƚŝŽŶƐ ? 
and this has been a recent source of distress for her. When Claire was diagnosed, as 
she and Craig had only been together a short time, she said he could walk away if 
he wanted to. However, after many years together, and supporting her through the 
ĞǆƉĞƌŝĞŶĐĞ ?ƐŚĞ ĨĞůƚ  ‘ůĞƚĚŽǁŶ ? when he did not fully appreciate, or celebrate, the 
importance of the five-ǇĞĂƌ ‘ŵŝůĞƐƚŽŶĞ ?. Claire also talked about the importance of 
ƉĞĞƌ ƐƵƉƉŽƌƚ ? ĂŶĚ ŝŶ ƉĂƌƚŝĐƵůĂƌ ? ŚĞƌ  ‘ŚŽƐƉŝƚĂů ĨƌŝĞŶĚƐ ? as they  ‘ŬŶŽǁ ĞǆĂĐƚůǇ ŚŽǁ /
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ĨĞĞů ?. She put this in context by saying that when her mum says  “ŽŚ/ŬŶŽǁŚŽǁǇŽƵ
fĞĞůĚĂƌůŝŶŐ ? Claire feels  ‘ǁĞůů ?ĂĐƚƵĂůůǇŶŽŵƵŵ ?ǇŽƵĚŽŶ ?ƚ ? ?  
 
 
Day-to-day living 
 
Cancer does not seem to affect Claire day-to-day. She suffers from back pain and 
stomach ache from time-to-time but does not regard these as symptoms of a 
possible recurrence, more a side effect of surgery and a lack of fitness, which she is 
now addressing. She said these issues are nothing to complain about, comparing 
herself to others who are in a much worse situation. 
 
^ƵŵŵĂƌǇŽĨůĂŝƌĞ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
 
ůĂŝƌĞĂƉƉƌŽĂĐŚĞĚŚĞƌĐĂŶĐĞƌĚŝĂŐŶŽƐŝƐǁŝƚŚƐŽŵĞƚŚŝŶŐĂŬŝŶƚŽ ‘ĨŝŐŚƚŝŶŐƐƉŝƌŝƚ ?ĂŶĚ ?
whilst she clearly would not want to go through the experience again, described 
several positives as a result of her diagnosis. Claire noted positive changes to her 
sense of self and relationships. She now raises awareness about cervical cancer and 
ƚŚĞ ŝŵƉŽƌƚĂŶĐĞ ŽĨ ƐĐƌĞĞŶŝŶŐ ? ĂŶĚ ŐĂŝŶƐ ǀĂůƵĂďůĞ ƉĞĞƌ ƐƵƉƉŽƌƚ ĨƌŽŵ ŚĞƌ  ‘hospital 
ĨƌŝĞŶĚƐ ? who she feels understand exactly what she has been through. As such, 
family and peer support have been key to enabling her to move through, and 
beyond cancer.  
 
<ĂƚĞ ?ƐƐƚŽƌǇ 
 
Kate (follow-up ŝŶƚĞƌǀŝĞǁ ? P / ?ŵ ůĞƐƐ ĂƐŚĂŵĞĚ ? / ƵƐĞĚ ƚŽ ďĞ ĂƐŚĂŵĞĚ ĂďŽƵƚ ǁŚĂƚ ĂĚ
ŚĂƉƉĞŶĞĚ ƚŽ ŵǇ ďŽĚǇ ĂŶĚ / ĚŽŶ ?ƚ ŬŶŽǁ ǇĞƚ ŝĨ / ĂĐĐĞƉƚ ǁŚĂƚ ŚĂƐ ŚĂƉƉĞŶĞĚ ƚŽ ŵǇ
ƐĞǆƵĂůŝƚǇ ?/ǁŽƵůĚŶ ?ƚƐĂǇ/ ?ǀĞĂĐĐĞƉƚĞĚŝƚ ? 
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Kate was in her early 40s when she was diagnosed with cervical cancer, after an 
abnormal smear test. At the time of her diagnosis, Kate was married, with a young 
child. She was refused surgery as she had an underlying medical condition, receiving 
chemo radiation instead. Her marriage broke down shortly after she finished 
treatment, which meant she had to leave her job so she could look after her child. 
At the time of our interviews, Kate was in her early 50s and seven years post-
treatment. She attends annual follow-up appointments, which will continue for 
another three years. Kate is divorced, and has not had a relationship since 
diagnosis.  
 
Who is Kate today? 
 
It appears Kate is still coming to terms with her diagnosis, and its consequences. 
Kate referred to the consequences of cancer and ŝƚƐ ƚƌĞĂƚŵĞŶƚ ĂƐ ƚŚĞ  ‘ůĞŐĂĐǇ ? of 
cancer:  ‘ĐĂŶĐĞƌĂĨĨĞĐƚƐƚŚĞǁŚŽůĞǁĂǇǇŽƵĨĞĞůĂďŽƵƚǇŽƵƌƐĞůĨĂƐĂƉĞƌƐŽŶ ?. Kate has 
accepted the impact of treatment on her bowel functioning. However, she admitted 
she has not fully accepted the impact cancer has on her sexual function and 
ƌĞůĂƚŝŽŶƐŚŝƉƐ ?ƐƐŚĞƐĂŝĚ ?ĐĂŶĐĞƌƚŚƌĞĂƚĞŶƐǇŽƵƌ ‘ǁŚŽůĞǁŽƌůĚďĞŝŶŐ ? 
 
Kate (follow-up ŝŶƚĞƌǀŝĞǁ ? P ? ? ?ŚĂǀŝŶŐǇŽƵƌůŝĨĞƚŚƌĞĂƚĞŶĞĚŝƐ ?ǇĞĂŚ ?ŝƚ ?Ɛƚ ĞďŝŐŐǇŝƐŶ ?ƚ
ŝƚ ? zŽƵ ĐĂŶ ŐĞƚ ƚŚƌŽƵŐŚ ŽƚŚĞƌ ƚŚŝŶŐƐ ? dŚŝƐ ŝƐ ďĞǇŽŶĚ ǇŽƵƌ ĐŽŶƚƌŽů ? ŶĚ ǇŽƵ ?ƌe 
ĞƐƐĞŶƚŝĂůůǇ ǀĞƌǇ ƉĂƐƐŝǀĞ ? zŽƵ ĚŽŶ ?ƚ ŬŶŽǁ ƚŚĞ ĂŶƐǁĞƌƐ ǁŚĞƌĞĂƐ ǇŽƵ ĨĞĞů ǇŽƵ ĐĂŶ
control your marriage break-up or control how you deal with it and the outcome. 
/ƚ ?ƐƚŚĞƉŽǁĞƌůĞƐƐŶĞƐƐŽĨĐĂŶĐĞƌ ?
 
Kate said she sometimes thinks she will never have another intimate relationship, 
and has been avoiding the issue. She said this has had an impact on the way she 
feels about herself as a woman, and is yet to be resolved. 
 
KŶƌĞĨůĞĐƚŝŽŶ ?<ĂƚĞ ƐĂŝĚƐŚĞ ĨĞůƚ  ‘ĚĞƉůĞƚĞĚĂƐ ĂƉĞƌƐŽŶ ?prior to her diagnosis. She 
now perceives herself to be a better friend, mother and daughter, as her priorities 
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have changed. Cancer forced that change, as she had to give up a busy job once her 
ŵĂƌƌŝĂŐĞďƌŽŬĞĚŽǁŶ ?<ĂƚĞƐĂŝĚƚŚĂƚĐĂŶĐĞƌŚĂƐĐŚĂŶŐĞĚŚĞƌƉƌŝŽƌŝƚŝĞƐ P ‘people are 
number one... iƚ ?Ɛ  ? ? ?A? ĂďŽƵƚ ƉĞŽƉůĞ ? ? She feels she is a kinder, more confident 
person, and more respectful. She likes her life today, as she can spend more time 
on the things she values because she is not in such a highly pressurised, demanding 
job.  
 
<ĂƚĞ ?Ɛ ŶĂƌƌĂƚŝǀĞmade several references to fear. When we started the narrative 
interview, Kate said  ‘'ŽĚ ? ŝƚ ŵĂŬĞƐ ŵĞ ƐĐĂƌĞĚ ũƵƐƚ ƚŚŝŶŬŝŶŐ ĂďŽƵƚ ŝƚ ŶŽǁ ? ? ^ŚĞ
mentioned that early on in her illness experience, she could not talk about follow-
up appointments:  ‘/ ĐŽƵůĚŶ ?ƚ Ğǀen bear to talk about it or admit that it was 
ŚĂƉƉĞŶŝŶŐ Žƌ ƐĂǇ ƚŚĞ ǁŽƌĚ  “ĐĂŶĐĞƌ ? ? / ůŝƚĞƌĂůůǇ ĐŽƵůĚŶ ?ƚ ďĞĂƌ ŝƚ ? ?Follow-up 
ĂƉƉŽŝŶƚŵĞŶƚƐǁĞƌĞ ‘ƌĞĂůůǇŚŽƌƌŝĨǇŝŶŐ ? ĂŶĚ ‘absolutely terrifying ?ĂƐƐŚĞĨĞůƚƐŚĞǁĂƐ
being given her life in  ‘ ?-month segments... so ŵŽƐƚƉĞŽƉůĞǇŽƵ ?ǀĞŐŽƚƚŚŝƐŚŽƌŝǌŽŶ ?
ǇŽƵ ?ƌĞǁŚŽůĞůŝĨĞŝƚ ?ƐĂůŝŵŝƚůĞƐƐŚŽƌŝǌŽŶ ?ĂŶĚŵŝŶĞǁĂƐũƵƐƚĨĞĚƚŽŵĞŝŶŵĞĂƐůǇůŝƚƚůĞ
ĐŚƵŶŬƐ ? ?She now attends one-ǇĞĂƌůǇ ĂƉƉŽŝŶƚŵĞŶƚƐ ĂŶĚ ƐĂŝĚ  ‘obviously the fear 
ƌĞĐĞĚĞƐƚŽĂŶĞǆƚĞŶƚƚŚĞĨƵƌƚŚĞƌǇŽƵŐŽŝŶ ? but she said she still feels nervous. When 
/ĂƐŬĞĚ<ĂƚĞŝĨƐŚĞǁŽƌƌŝĞĚĂďŽƵƚƌĞĐƵƌƌĞŶĐĞƐŚĞĞŵƉŚĂƚŝĐĂůůǇƐĂŝĚ ‘/ĚŽ ?/ĚŽ ?/ĚŽ ?.  
 
Kate smoked but gave up when she was diagnosed. However, she said that as the 
ĨĞĂƌŚĂĚ ‘ǁŽƌŶŽĨĨ ?, she began smoking again, which rĞƐƵůƚƐŝŶ ‘enormous amounts 
ŽĨĨĞĂƌ ? ?^ŚĞĐŽƵůĚŶŽƚĞǆƉůĂŝŶǁŚǇƐŚĞƐƚĂƌƚĞĚƐŵŽŬŝŶŐĂŐĂŝŶďƵƚƐĂŝĚ ‘ŝƚ ?ƐŵĂĚĂŶĚ
that terrifies me. ?ZĞůĂƚĞĚƚŽƐŵŽŬŝŶŐ ?ŝƐĂĨĞĂƌŽĨ'ŽĚ P 
 
Kate (follow-up ŝŶƚĞƌǀŝĞǁ ? P  ? ? ?ŝĨ / ?ŵ ƐŵŽŬŝŶŐ ? / ?ŵ ĨƌĞĂŬĞĚ ŽƵƚ ƚŚĂƚ 'ŽĚ ŝƐ ŐŽŝŶŐ ƚŽ 
ƉƵŶŝƐŚŵĞďĞĐĂƵƐĞ/ ?ŵƐƉŽŝůŝŶŐŵǇŐŝĨƚŽĨůŝĨĞƚŚĂƚŚĞ ?ƐŐŝǀĞŶŵĞ ?ďǇŶŽƚŵĂŬŝŶŐŵĞ
ĚŝĞŽĨĐĂŶĐĞƌ ?/ŵĞĂŶ ?/ŚĂǀĞƚŚŝƐĂǁĨƵů ?ďŝďůŝĐĂůƐĞŶƐĞŽĨĚŽŽŵĂŶĚǁƌŽŶŐĚŽŝŶŐ ? ? ?/ƚ ?Ɛ
totally overshadowing me and filling me with doom. 
 
Kate said fear has receded over ƚŝŵĞ ? ĂƐ  ‘time does its usual healing thing ? ?
However, ongoing issues, such as occasional blood in her urine, continue to cause 
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spikes of fear, which result in cancer having a constant, yet oscillating, place of in 
her life.  
 
Perception of the concept of  ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
<ĂƚĞĚĞƐĐƌŝďĞĚŚĞƌƐĞůĨĂƐ  ‘ƐŽŵĞŽŶĞǁŚŽ ?ƐŚĂĚĐĂŶĐĞƌ ? ?She thought that, if asked, 
ƐŚĞǁŽƵůĚƐĂǇ ‘/ŚĂĚĐĂŶĐĞƌǆǇĞĂƌƐĂŐŽ ? ? ^ŚĞĨĞůƚƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ǁĂƐ ‘so 
much better than the bloody cancer victim thing ? ? ^ŚĞ ƐĂŝĚ ƌĞƉůĂĐŝŶŐ  ‘ǀŝĐƚŝŵ ? ǁŝƚŚ
 ‘ƐƵƌǀŝǀŽƌ ?ǁĂƐ ‘ ? ? ?A?ƉŽƐŝƚŝǀĞ ? ?ĂŶĚǁŽƵůĚƵƐĞƚŚĞƚĞƌŵ ‘ƐƵƌǀŝǀŽƌ ?ƚŽĚĞƐĐƌŝďĞŚĞƌƐĞůĨ ?
^ŚĞǁĞŶƚŽŶƚŽƐĂǇ ‘/ ?ŵĂƐƵƌǀŝǀŽƌĂŶĚ/ĨĞĞůŐŽŽĚĂďŽƵƚƐƵƌǀŝǀŝŶŐ ?ŶĚ/ĨĞĞůŐŽŽĚ
ĂďŽƵƚ ƚŚĞ ĨĂĐƚ ƚŚĂƚ / ĚŝĚŶ ?ƚ ĨĂůů ĂƉĂƌƚ ĂŶĚ / ĚŝĚŶ ?ƚ ŐŽ ŵĂĚ ? ? dŽ ŚĞƌ ?  ‘ƚŚĞƌĞ ?Ɛ Ă ĨĞǁ
connotations of being proud of yourself, being a survivor, to me, it indicates a 
ĐĞƌƚĂŝŶƐƚƌĞŶŐƚŚĂŶĚĐŽƵƌĂŐĞ ?ƚŚĂƚǇŽƵĚŝĚŶ ?ƚĐƌĂĐŬƵƉ ?^Ž/ǀŝĞǁŝƚǀĞƌǇƉŽƐŝƚŝǀĞůǇ ? ?In 
this sense, Kate described surviving the experience of cancer, as well as the disease 
itself. 
 
<ĂƚĞĂůƐŽƚŽƵĐŚĞĚŽŶƚŚĞ ‘ďĂƚƚůĞ ?ĂŶĂůŽŐǇ ?ĂŶĚďĞŝŶŐďƌĂǀĞ ?^ŚĞĚŽĞƐŶŽƚĂŐƌĞĞǁŝƚŚ
ƚŚĞ ‘ďƌĂǀĞƌǇƐƚƵĨĨ ? ďĞĐĂƵƐĞ ‘you have no option but to be brave ? ?^ŚĞĨĞĞůƐƚŚĂƚďĞŝŶŐ
a survivor does not mean you have to do something extraordinary, it means you 
were one of the lucky ones. She likened being a cancer survivor to surviving a crash 
or a terrorist atrocity:  ‘ǇŽƵ ?ƌĞŶŽƚĚŽŝŶŐĂŶǇƚŚŝŶŐďƌĂǀĞ ?ǇŽƵ ?ƌĞũƵƐƚ ?ǇŽƵǁĞƌĞƚŚĞƌĞ
ĂŶĚǇŽƵ ?ƌĞůƵĐŬǇ ? ?tĞĂůƐŽƚĂůŬĞĚĂďŽƵƚ ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ? ?ĂƚĞƌŵ<ĂƚĞŝƐƐƚƌŽŶŐůǇ
ĂŐĂŝŶƐƚ ?ƌĞĨĞƌƌŝŶŐƚŽŝƚĂƐĂ ‘ŚŽƌƌŝĨǇŝŶŐĞǆƉƌĞƐƐŝŽŶŽĨĚĂƌŬŶĞƐƐďĞĐĂƵƐĞĨŽƌŵĞ ?/ ?ŵĂ
ƐƵƌǀŝǀŽƌ ĂŶĚ / ?ǀĞ ůĞĨƚ ƚŚĂƚ ďĞŚŝŶĚ ? / ŚĂƚĞ ƚŚĂƚ ƚĞƌŵ ?. She said that people with 
ŝŶĐƵƌĂďůĞĐĂŶĐĞƌĂƌĞ ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ? P  ‘/ ?ǀĞŐŽƚĂĨƌŝĞŶĚǁŝƚŚĞŝƚŚĞƌ,ŽĚŐŬŝŶ ?ƐŽƌ
non-,ŽĚŐŬŝŶ ?Ɛ>ǇŵƉŚŽŵĂĂŶĚƐŚĞ ?ƐŐŽƚ ƚŚĞŽŶĞ ƚŚĂƚ ŝƐŶ ?ƚŐŽŝŶŐ ƚŽŐŽĂǁĂǇ ? ƚŚĞǇ
ĐĂŶ ?ƚĐƵƌĞŝƚ ?ďƵƚŝƚĚŽĞƐŶ ?ƚŬŝůůŚĞƌĨŽƌ ? ?ǇĞĂƌƐ ?^ŚĞ ?ƐůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ? ? 
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Relationships, interaction and communication 
 
Kate talked about the social unacceptability of cancer generally (equating cancer 
with death), cervical cancer specifically  ?Ă ‘ĚŝƌƚǇĐĂŶĐĞƌ ? ?ĂŶĚƚŚĞ ‘ƚĂďŽŽ ? side effects 
of treatment (related to bowels, bladder and sex). This perceived social 
unacceptability has influenced who Kate has told about her diagnosis. She is 
 ‘ƐĞĐƌĞƚŝǀĞ ? about cancer with new people partly, she said, because it was a long time 
ago so there is no need to tell them, but also because she does not want to deal 
ǁŝƚŚ ŽƚŚĞƌƐ ? ƉĞƌĐĞƉƚŝŽŶƐ ŽĨ ĐĂŶĐĞƌ ŐĞŶĞƌĂůůǇ  ? ‘ƉŽŽƌ ǇŽƵ ?) and cervical cancer 
specifically. She said she struggles to vocalise her concerns about sex and bladder 
issues with her friends, choosing only to talk to those who have personal experience 
of these problems. However, Kate said that she values friendships more today, and 
that she is a better friend. She is more thoughtful, but also more critical.  
 
<ĂƚĞ ?ƐŵĂƌƌŝĂŐĞďƌŽŬĞĚŽǁŶƐŚŽƌƚůǇĂĨƚĞƌƚƌĞĂƚŵĞŶƚĐŽŵƉůĞƚŝŽŶ ?^ŚĞƐĂŝĚ  ‘ ? ? ?ŝƚǁĂƐĂ
weak relationship, there were a lot of proďůĞŵƐ ƚŚĞƌĞ ? ?Therefore, it seems cancer 
itself did not cause the marriage breakdown, but it was a precipitating factor. 
Linked to marital breakdown, sex and relationships appear to be the abiding 
problems for Kate today; issues she feels she may never overcome. This has a 
bearing on her future, not just in terms of starting a new relationship, but how she 
feels about herself as a woman:  ‘/ǁŽƵůĚ ƐĂǇ ĨŽƌĂŶǇŽŶĞ ǁŝƚŚŐǇŶĂĞ ĐĂŶĐĞƌ ? ŝƚ ?ƐĂ
ŚƵŐĞ ?ŚƵŐĞŝƐƐƵĞ ? ? ?/ŵĞĂŶŝƚ ?ƐĂŵĂũŽƌ ?ŵĂũŽƌ ?ŵĂũŽƌŝƐƐƵĞ ? ?There are a complex set 
ŽĨ ƌĞůĂƚĞĚ ŝƐƐƵĞƐ ƚŽ ƵŶƉŝĐŬ ƌĞŐĂƌĚŝŶŐ <ĂƚĞ ?Ɛ ƐĞǆƵĂů ĨƵŶĐƚŝŽŶ ĂŶĚ ƌĞůĂƚŝŽŶƐŚŝƉ
problems - the way Kate feels about her body in particular. For a long time, her 
ůŽǁĞƌďŽĚǇǁĂƐŶŽƚĂƉĂƌƚŽĨŚĞƌ ?Ă  ‘ǁĂƐƚĞůĂŶĚ ?:  ‘zŽƵŚĂƚĞǇŽƵƌďŽĚǇ ? /ĐŽƵůĚŶ ?ƚ ? I 
totally divorced myself from anything below the waist, mentally and physically. For 
ĂŐĞƐ/ĐŽƵůĚŶ ?ƚĂĐĐĞƉƚŝƚĂƐƉĂƌƚŽĨŵǇďŽĚǇ ?ƚŚĂƚ ?ƐƐƚŽƉƉĞĚŶŽǁ ? ? Kate also links sex 
with death because she feels cervical cancer was caused by the spread of human 
papillomavirus (HPV). As a result, she has trust issues, which prevent her from 
forming an intimate relationship. <ĂƚĞ ?Ɛ ĨŝƌƐƚ ĞǆƉĞƌŝĞŶĐĞ ƉŽƐƚ-treatment would be 
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with someone she does not know, so she wonders at what point she would tell him 
she had cervical cancer. This is linked to her ĐŽŶĐĞƌŶƐ ƌĞŐĂƌĚŝŶŐ ŽƚŚĞƌ ƉĞŽƉůĞ ?Ɛ
perceptions of cancer. Finally, in terms of her broader life context, Kate admitted 
she would be starting a new relationship as an older, single mother. Bringing these 
issues together, Kate acknowledged that she is avoiding the issue of sex and 
relationships.  
 
<ĂƚĞ  ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ? P/ŚĂǀĞŶ ?ƚƐůĞƉƚǁŝƚŚĂŶǇŽŶĞƐŝŶĐĞĂŶĚƚŚĂƚ ?ƐŐŽŝŶŐƚŽďĞĂŚƵŐĞ
ŝƐƐƵĞ ? / ĚŽŶ ?ƚ ŬŶŽǁ ǁŚĞƚŚĞƌ / ĞǀĞƌ ǁŝůů ŶŽǁ ? / ƐŽŵĞƚŝŵĞƐƚŚŝŶŬ / ŶĞǀĞƌ ǁŝůů ? ŶĚ ŝƚ ?Ɛ
partly becauƐĞƐĞǆĨŽƌŵĞŵĞĂŶƐĚĞĂƚŚ ?/ƚĚŽĞƐŶ ?ƚŵĞĂŶĚĞĂƚŚ ?ƚŚŝƐŝƐƚŚĞ ?ǇŽƵŬŶŽǁ ?
ŝƚ ?ƐĂƌŝƐŬ ? ? ?^ŽƚŚĞƌĞ ?ƐĂŚƵŐĞƚƌƵƐƚůĞǀĞů ? 
 
Day-to-day living 
 
Kate described herself as a healthy, fit woman for her age, and ongoing issues she 
has regarding bowel and bladder function do not stop her from going about her 
daily life. She follows a healthy diet, avoiding fatty foods (which she learnt cause her 
bowel upset), and stays hydrated to prevent bladder problems and blood in her 
ƵƌŝŶĞ ? ,ŽǁĞǀĞƌ ? ŚĞƌ  ‘hyper-ǀŝŐŝůĂŶĐĞ ? ?checking for blood in her urine every day, 
means cancer is a constant in her daily life. 
 
^ƵŵŵĂƌǇŽĨ<ĂƚĞ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
 
ĞƐƉŝƚĞĂƉƉĂƌĞŶƚŐĂŝŶƐƚŽ<ĂƚĞ ?ƐƐĞŶƐĞŽĨƐĞůĨ ?ŽƵƚůŽŽŬŽŶůŝĨĞĂŶĚƌĞůĂƚŝŽŶƐŚŝƉƐǁŝƚŚ
friends, she does not ĂŐƌĞĞƚŚĂƚŚĞƌĚŝĂŐŶŽƐŝƐŚĂƐƌĞƐƵůƚĞĚŝŶĂŶǇ ‘ƉŽƐŝƚŝǀĞƐ ? per se, 
as the following quote from her narrative shows: 
 
EB (follow-up interview): So there are some positives as a result of a diagnosis of 
cancer? 
 
<ĂƚĞ P EŽ / ǁŽƵůĚŶ ?ƚ ĞǀĞƌ ƐĂǇ ƚŚĞƌĞ ?Ɛ ĂŶǇ ƉŽƐŝƚŝǀĞƐ ĂƐ ǁĞ ?ĚĂůů ŵƵĐŚ ƌĂƚŚĞƌ ĐĂƌƌǇ ŽŶ
ďĞŝŶŐĂďŝƚĐƌĂƉĂŶĚŶŽƚŚĂǀŝŶŐŝƚ ?/ǁŽƵůĚŶ ?ƚĐĂůůŝƚ ?ƉŽƐŝƚŝǀĞ ƐƚŽŽƐƚƌŽŶŐĂƚĞƌŵďƵƚ/
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just mean, it so happens... I think it can be very good for your confidence, really, if you 
survive that level of bush-fire, well for me anyway, you know that really your worst 
ŶŝŐŚƚŵĂƌĞƐŚĂǀĞĐŽŵĞƚƌƵĞĂŶĚǇŽƵ ?ǀĞŐŽƚƚŚƌŽƵŐŚŝƚ ?ƚŚĂƚ ?ƐŚŽǁ/ĨĞĞů ?Ƶƚ/ǁŽƵůĚŶ ?ƚ
recommend it. 
 
<ĂƚĞ ?Ɛ ůŝĨĞ ŝƐ ĐůŽƵĚĞĚ ďǇ ƚŚĞ ŽŶŐŽŝŶŐ  ‘ůĞŐĂĐǇ ? of cancer and consequences of 
treatment, particularly regarding sexual function and relationships, and bowel and 
ďůĂĚĚĞƌĨƵŶĐƚŝŽŶŝŶŐ ?&ŽƌĞǆĂŵƉůĞ ?ǁŚĞŶ<ĂƚĞĨŝŶĚƐďůŽŽĚŝŶŚĞƌƵƌŝŶĞŝƚ ‘always fills 
 ?ŚĞƌ ?ǁŝƚŚŚŽƌƌŽƌĂŶĚĨĞĂƌĂŶĚďƌŝŶŐƐďĂĐŬƚŚĞŚŽƌƌŝďůĞĨĞĂƌ ?, which clearly highlights 
that fear is the underlyinŐƚŚĞŵĞŽĨ<ĂƚĞ ?ƐŶĂƌƌĂƚŝǀĞ ?
 
ZŽŐĞƌ ?ƐƐƚŽƌǇ 
 
Roger (follow-up ŝŶƚĞƌǀŝĞǁ ? P ? ? ?/ĚŽŶ ?ƚƵƐĞƚŚĞǁŽƌĚ “ĐƵƌĞĚ ?ďǇƚŚĞǁĂǇ ?/ƚŚŝŶŬƚŚĂƚ ?Ɛ
ƚŚĞǁƌŽŶŐǁŽƌĚ ?ǀĞŶŝĨǇŽƵ ?ǀĞŚĂĚƉƌŽƐƚĂƚĞĐĂŶĐĞƌĂŶĚŝƚ ?ƐďĞĞŶƚƌĞĂƚĞĚ ?ǇŽƵ ?ƌĞƐƚŝůů
living with it in the sense, some of the things you mentioned, like maybe incontinence 
or scar tisƐƵĞďĞĐĂƵƐĞŽĨĂĐĂƚŚĞƚĞƌŽƌƐĞǆƵĂůƚŚŝŶŐƐ ?ǇŽƵ ?ƌĞƐƚŝůůůŝǀŝŶŐǁŝƚŚƚŚĞĞĨĨĞĐƚƐ
of it. 
 
Roger was diagnosed with prostate cancer twelve years ago. He was in his early 60s 
and working full-time. He opted for a prostatectomy. However, he experienced 
incontinence as a result, which limited his daily activities until he was referred to a 
specialist nurse who provided him with advice and support. At a check-up a year 
ůĂƚĞƌ ? ‘ĂĚĂƌŬĐůŽƵĚ ?came  W ZŽŐĞƌ ?ƐƉƌŽƐƚĂƚĞ-specific antigen (PSA) level was raised, 
so he subsequently had radiotherapy. As a result of his treatments, Roger has 
ongoing problems regarding sexual functioning, and during more recent operations 
for stomach and knee problems, scar tissue prevented catheterisation. Roger is in a 
long-term relationship with his partner who has been a key source of support, as 
ŚĂƐ ƚŚĞŝƌ ĨĂŝƚŚ ? dŚĞǇ ĞŶƚĞƌĞĚ ŝŶƚŽ Ă Đŝǀŝů ƉĂƌƚŶĞƌƐŚŝƉĞŝŐŚƚ ǇĞĂƌƐ ĂĨƚĞƌ ZŽŐĞƌ ?Ɛ
diagnosis. As a result of the ongoing consequences of treatment, Roger would not 
ĚĞƐĐƌŝďĞŚŝŵƐĞůĨĂƐ ‘ĐƵƌĞĚ ? ďƵƚ ‘lŝǀŝŶŐǁŝƚŚĞĨĨĞĐƚƐŽĨĐĂŶĐĞƌ ?.  
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Who is Roger today? 
 
Roger described himself as a Christian, and a believer. He talked about how his faith 
 ‘ƉƌŽďĂďůǇďĞĐĂŵĞƐƚƌŽŶŐĞƌ ?, partly through the support he received from the church 
community during treatment. Roger said that an overseas trip he and Ian took post-
treatment was an important turning point for him: it  ‘ĚŝĚǁŽŶĚĞƌƐĨŽƌŵĞ ?ǁŽŶĚĞƌƐ
for my self-esteem, cos I was doing all the things, eating well, walking a lot, all that 
and sleeping a lot, it did wonders for my self-ĞƐƚĞĞŵ ? ? He said he appreciates life 
more. In particular, cancer has made him appreciate his friends, especially those 
ǁŚŽƐƵƉƉŽƌƚĞĚŚŝŵĂŶĚŚŝƐƉĂƌƚŶĞƌƚŚƌŽƵŐŚƐƵĐŚĂ ‘ƚƵƌďƵůĞŶƚ ? time.  
 
Along with cancer, Roger said his age, sexuality and ĨĂŝƚŚŚĂǀĞ  ‘ŵŽƵůĚĞĚ ? him into 
who is today, and shaped his view of life and death. He mentioned that if he were 
ĚŝĂŐŶŽƐĞĚ ƚŽĚĂǇ ? ŚĞ ǁŽƵůĚ ŽƉƚ ŶŽƚ ƚŽ ŚĂǀĞ ƚƌĞĂƚŵĞŶƚ ? ƉƌĞĨ ƌƌŝŶŐ ƚŽ  ‘ǁĂƚĐŚ ĂŶĚ
ǁĂŝƚ ? ? DĂŝŶƚĂŝŶŝŶŐ ŚŝƐ ƋƵĂůŝƚǇ ŽĨ ůŝĨĞ Ăƚ ƚŚŝƐ ƐƚĂŐĞ ŽĨ ŚŝƐ ůŝĨĞ ǁould be a more 
important consideration.  
 
EB (follow-ƵƉŝŶƚĞƌǀŝĞǁ ? P/ ũƵƐƚǁŽŶĚĞƌĞĚ ?ǇŽƵƐĂŝĚƚŚĂƚĐĂŶĐĞƌŚĂĚďĞĞŶŽŶĞŽĨ ůŝĨĞ ?Ɛ
experiences that has moulded you into who you are. I was just wondering what other 
things have shaped you? 
 
Roger:  I think many things mould you to the person you are. I mean you talked of 
ĨĂŝƚŚ ?ƚŚĂƚŵŽƵůĚĞĚŵĞ ?/ ?ŵĂŐĂǇŵĂŶ ?dŚĂƚŵŽƵůĚĞĚŵĞ ?ŶĚ/ ƚŚŝŶŬĐĂŶĐĞƌŵŽƵůĚĞĚ
ŵĞĂƐǁĞůů ?/ ?ŵŵƵĐŚŵŽƌĞĂǁĂƌĞŶŽǁŽĨŵǇŵŽƌƚĂůŝƚǇ ?ǁŚŝĐŚŽďǀŝŽƵƐůǇ/ĚŝĚŶ ?ƚƚŚŝŶŬ
ŵƵĐŚďĞĨŽƌĞ ?Ƶƚ/ĚŽŶ ?ƚƚĂŬĞƚŚĞǀŝĞǁƚŚĂƚ/ ?ŵůŝǀŝŶŐŽŶďŽƌƌŽǁĞĚƚŝŵĞ ?^ŽŵĞƉĞŽƉůĞ
ĚŽ ǇŽƵ ŬŶŽǁ ? KŶ ƚŚĞ ŽƚŚĞƌ ŚĂŶĚ ? / ?ǀĞ ůŝǀĞĚ ƉĂƐƚ ŵǇ ďŝďůŝĐĂů ďĞŶĐŚŵĂƌŬ ?  ?ůĂƵŐŚƐ ? ƐŽ
ǇŽƵŬŶŽǁ ?ǇŽƵĐŽƵůĚƐĂǇ/ ?ǀĞŐŽƚďŽŶƵƐǇĞĂƌƐ ?ƵƚĂƐƉĞŽůĞĂƌĞĂůůůŝǀŝŶŐůŽŶŐĞƌ ?Ƶƚ/
do think it shapes you. 
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WĞƌĐĞƉƚŝŽŶŽĨƚŚĞĐŽŶĐĞƉƚŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
Roger talked at length about the issue of whether someone can be cured of cancer, 
and how he would describe himself with respect to the disease. He does not believe 
he is cured, and therefore cannot say he has survived cancer. However, he does say 
that he has survived treatment. If asked, Roger would say that he had prostate 
ĐĂŶĐĞƌƚǁĞůǀĞǇĞĂƌƐĂŐŽ ?ďƵƚƚŚĞƌĞĂƌĞ ‘ƌĞŵŶĂŶƚƐ ? there after surgery. Initially,  ‘ ? ? ?ŝƚ
was me that opt for the operation because ƚŚĞŽƚŚĞƌƐĚŝĚŶ ?ƚƐĞĞŵƵŵ ?ƐŽ ĨŝŶĂů ? ? ? /
ƚŚŽƵŐŚƚǁĞůůŝĨƚŚĞǇƚĂŬĞŝƚŽƵƚ ?ŝƚ ?ƐŽƵƚ ?ŝƚĐĂŶ ?ƚĐŽŵĞďĂĐŬĂŐĂŝŶ ? ? However, as was 
described to him by his surgeon:  ‘ĂůƚŚŽƵŐŚ ƚŚĞ ƉƌŽƐƚĂƚĞ ǁĂƐ ŽƵƚ ? ĂŶĚ ƚŚĞǇ ?Ě ŐŽƚ
ŵŽƐƚŽĨ ŝƚ ?ƐŽŵĞŚŽǁƌĞŵŶĂŶƚƐƌĞŵĂŝŶĞĚ ?ĂŶĚƚŚĞŶit seemed logical cos I said to 
Śŝŵ  “ůŽŽŬ ? ǇŽƵ ?ǀĞ ƚĂŬĞŶ ŝƚ ĂǁĂǇ ? ďƵƚ ǁŚĞŶ ǇŽƵ ĐƵƚ ƐŽŵĞƚŚŝŶŐ ? ůŝŬĞ ǁŚĞŶ ǇŽƵ ?ƌĞ
ƉƌƵŶŝŶŐĂďƌĂŶĐŚ ?ǇŽƵƚŚƌŽǁƚŚĞŽůĚďŝƚĂǁĂǇďƵƚƚŚĞƌĞ ?ƐĂďŝƚŽĨƐĂƉ ?ƚŚĞŶŝƚďĞŐŝŶƐ
ƚŽ ŐƌŽǁ ? ? ? ? Ɛ Ă ƌĞƐƵůƚ ? ZŽŐĞƌ ĨĞĞůƐ ŚĞ ůŝǀĞƐ ǁŝƚŚ  ‘remnants ? of cancer, does not 
ďĞůŝĞǀĞŚĞŝƐĐƵƌĞĚĂŶĚĚŽĞƐŶŽƚŝĚĞŶƚŝĨǇǁŝƚŚƚŚĞ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ůĂďĞů P 
 
Roger (follow-up interview) P/ĚŽŶ ?ƚ ?/ ?ŵŶŽƚĂŐĂŝŶƐƚĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ŝƚ assumes again, 
ǇŽƵƐĞĞ ?ƚŚĂƚǇŽƵ ?ǀĞďĞĞŶĐƵƌĞĚ ?ŶĚƚŚĂƚ ?ƐĂďŝƚŽĨĂƉƌŽďůĞŵ/ ?ǀĞŐŽƚďĞĐĂƵƐĞ ?ŝŶĂůů
intents and purposes, the consultants and such, they cut it out, they treat you and 
ǇŽƵ ?ƌĞĐƵƌĞĚ ?/ĨǇŽƵĐŽƵůĚƚƵƌŶƚŚĞǁŽƌĚƌŽƵŶĚĂŶĚĚŽŶ ?ƚƐĞĞŚŽǁǇŽƵ ĐĂŶ ?/ ?ŵůŝǀŝŶŐ
long-ƚĞƌŵǁŝƚŚĐĂŶĐĞƌŽƌ/ ?ǀĞƐƵƌǀŝǀĞĚĐĂŶĐĞƌ ?ďƵƚŶŽƚĂƚƚŚĞĞŶĚ ?ĚŽǇŽƵŬŶŽǁǁŚĂƚ/
ŵĞĂŶ ? / ƐƵƉƉŽƐĞ ǇŽƵ ƐƵƌǀŝǀĞ ƚŚĞ ŵĞĚŝĐĂů ƚƌĞĂƚŵĞŶƚ ? ďƵƚ ǇŽƵ ŚĂǀĞŶ ?ƚ ƐƵƌǀŝǀĞĚ ůŝǀŝŶŐ
ǁŝƚŚŝƚ ?/ĚŽŶ ?ƚŬŶŽǁŚŽǁƚŽƉƵƚŝƚŝŶƚŽǁŽƌĚƐ ? 
 
Relationships, interaction and communication 
 
dŚĞŝŵƉĂĐƚŽŶZŽŐĞƌ ?ƐƐĞǆƵĂůĨƵŶĐƚŝŽŶŝƐĂ ůŽŶŐ-term consequence of surgery and, 
ĂůƚŚŽƵŐŚŝƚŝƐŶŽƚƐƵĐŚĂŶŝƐƐƵĞƚŽĚĂǇĂƐ ?ďǇZŽŐĞƌ ?ƐŽǁŶĂĚŵŝƐƐŝŽŶ ?ŚĞŝƐŽůĚĞƌĂŶĚ
therefore not as sexually active, he still uses aids to engage in sexual activity. Roger 
said his partner, Ian, has been very supportive and understanding, helping Roger 
make decisions regarding treatment and talking though the sexual problems Roger 
experiences. dŚĞǇŚĂǀĞďĞĐŽŵĞĐůŽƐĞƌĂƐĂƌĞƐƵůƚŽĨZŽŐĞƌ ?ƐĚŝĂŐŶŽƐŝƐ ?entering into 
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a civil partnership during the long-term survivorship phase. Roger said this was 
 ‘ƉƵƌĞůǇ ŵĞƌĐĞŶĂƌǇ ?, to ensure his estate goes to Ian, and that Ian is legally 
ƌĞĐŽŐŶŝƐĞĚĂƐZŽŐĞƌ ?ƐŶĞǆƚŽĨŬŝŶ ? 
 
Day-to-day living 
 
Other health issues have a ŐƌĞĂƚĞƌ ŝŵƉĂĐƚŽŶZŽŐĞƌ ?ƐĚĂŝůǇ ůŝĨĞƚŚĂŶĐĂŶĐĞƌĂŶĚŝƚƐ
long-term consequences. A knee operation was affecting his mobility at the time of 
our interviews. He also has a heart condition, which meant that when discussing 
options to aid sexual functioning, he could not take Viagra. Roger is positive about 
the future as he looks after his health, consulting his GP or consultant if he is 
concerned. However, he acknowledged that his future is limited because he is in his 
70s: 
 
EB (first interview): What does the future mean to you now?  
 
ZŽŐĞƌ P tĞůů ǁŚĞŶ ǇŽƵ ?ƌĞ  ? ? ǇŽƵƌ ĨƵƚƵƌĞ ?Ɛ ůŝŵŝƚĞĚ ? Ƶŵ ? / ?ǀĞ ĂůƌĞĂĚǇ ŽǀĞƌƐƚĂǇĞĚ ƚŚĞ
biblical three years, what is it? 
 
EB: Three score years and ten  
 
ZŽŐĞƌ P ?ůĂƵŐŚƐ ?/ƐƚŝůůƚŚŝŶŬ/ ?ǀĞŐŽƚĂƚůĞĂƐƚ ?/ŚŽƉĞ ?ĂŶŽƚŚĞƌ ? ?ǇĞĂƌƐ ?Ƶŵ ?/ ?ŵƐƚŝůůĂĐƚŝǀĞ
in all sorts of things... Um, so very positive with the future, very, very positive and I 
ůŽŽŬ ĂĨƚĞƌ ŵǇ ŚĞĂůƚŚ ĂŶĚ / ĨŽůůŽǁ ĂŶǇƚŚŝŶŐ ƵƉ ƚŚĞǇ ĨŝŶĚ ĂŶĚ ŶĞĂƌůǇ ĞǀĞƌǇƚŚŝŶŐ ?Ɛ
ŶĞŐĂƚŝǀĞƚŚĞǇĨŝŶĚƐŽ ?Ƶŵ ?ǁĞ ?ůůŬĞĞƉŝƚůŝŬĞƚŚĂƚ ?/ƐŚĂůůĚŝĞŽĨŽůĚ ĂŐĞ ?ǁĞůů/ ?ǀĞŐŽƚŽůĚ
age now, you know what I mean (laughs), older age. 
 
^ƵŵŵĂƌǇŽĨZŽŐĞƌ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
 
ZŽŐĞƌ ?ƐŶĂƌƌĂƚŝǀĞ ŝƐŽŶĞŽĨĂĐĐĞƉƚĂŶĐĞ ?,Ğ ĨĞĞůƐĐĂŶĐĞƌ ŝƐ ũƵƐƚŽŶĞŽĨ ƚŚŽƐĞ ƚŚŝŶŐƐ
that can happen. His ability to accept his diagnosis, and the consequences of 
treatment, particularly impaired sexual function, is mediated by his life stage, his 
sexuality, the fact that he has a strong faith and support from the church 
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community, and his supportive relationship with Ian. Good communication with 
healthcare professionals and his partner has helped Roger accept what has 
ŚĂƉƉĞŶĞĚ ƚŽŚŝŵ ? ĂŶĚĞŶĂďůĞĚŚŝŵƚŽ ŝŶƚĞŐƌĂƚĞĐĂŶĐĞƌ ŝŶƚŽŚŝƐ ůŝĨĞ P  ‘...not having 
anyone to discuss it with, that must be the biggest problem I should thiŶŬ ? ?The 
importance of communication is perhaps clear in his decision to volunteer for a 
cancer charity, giving small talks to groups of men and their partners. It is also clear 
in his call for gay support groups, so men can discuss treatment options, how to tell 
their partner, long-term effects of treatment, etc.  W something he felt was lacking 
when he was diagnosed.  
 
ZŝĐŚĂƌĚ ?ƐƐƚŽƌǇ 
 
ZŝĐŚĂƌĚ  ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ? P  QǇŽƵĚŽďĞĐŽŵĞĂĚŝĨĨĞƌĞŶƚƉĞƌƐŽŶ ?Ɛ / ƐĂŝĚƚŽǇŽƵĞĂƌůŝĞƌ ?
everything to me now is pre, during and post-cancer. Cancer is the overriding, sort of, 
focal point of everything I do. 
 
Richard was in his early 50s when he was diagnosed with prostate cancer. At the 
time of his diagnosis, he was married, with children in their teens and early 
twenties. Richard was a successful businessman; able to retire early. He is a 
magistrate, and continued in this role throughout the cancer experience. Richard 
received hormone therapy, which he began soon after diagnosis. He also had 
radiotherapy and high-dose-rate (HDR) brachytherapy, but opted against surgery. 
At the time of our interviews, Richard was five years post-treatment, in his late 50s, 
and still married. He now lives with the late-effects of treatment, and an ongoing 
fear of recurrence. 
 
Who is Richard today? 
 
Prior to his diagnosis, Richard said he took everything for granted. He acknowledged 
ƚŚĂƚĐĂŶĐĞƌ  ‘ĚŽĞƐĐŚĂŶŐĞǇŽƵƌǁŚŽůĞĂƚƚŝƚƵĚĞ ƚŽĞǀĞƌǇƚŚŝŶŐ ? ? He said  ‘you become 
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far more appreciative of things, and far more tolerant of things when they go 
ǁƌŽŶŐ ? ? ĂŶĐĞƌŝƐŶŽǁƚŚĞ ‘ĨŽĐĂůƉŽŝŶƚ ? ŽĨZŝĐŚĂƌĚ ?ƐůŝĨĞ- his life is defined by cancer. 
However, despite experiencing the ongoing consequences of treatment, cancer has 
also had a positive effect on him. UndeƌůǇŝŶŐZŝĐŚĂƌĚ ?ƐŶĂƌƌĂƚŝǀĞŝƐƚŚĞŝŵƉŽƌƚĂŶĐĞ
ŽĨ ĨĂŵŝůǇ ?,ĞŚĂƐ  ‘ĞŶĐĂƉƐƵůĂƚĞĚ ? his life, saying he focuses on the people he cares 
ĂďŽƵƚ ? ĂŶĚ ĂĐƚŝǀŝƚŝĞƐ ŚĞ ĞŶũŽǇƐ ĚŽŝŶŐ ? Ɛ ƐƵĐŚ ? ŚŝƐ ůŝĨĞ Ɛ  ‘more concentrated and 
ŚĂƉƉŝĞƌ ?. He feels he is a better person as a result of cancer:  ‘ůĞƐƐ ƐĞůĨŝƐŚ ? ŵŽƌĞ
ŚĞůƉĨƵů ? ?,ŽǁĞǀĞƌ ?ǁŚŝůƐƚ  ‘ĚƌĂǁŝŶŐ ƚŚĞ ŚŽƌŶƐ ŝŶ ? was voluntary, and in many ways 
ƉŽƐŝƚŝǀĞ ? ŝƚ ĚŽĞƐ ƐĞĞŵ ƚŚĂƚ ŚŝƐ ůŝĨĞ ŚĂƐ ĂůƐŽ ďĞĞŶ  ‘ĞŶĐĂƉƐƵůĂƚĞĚ ? involuntarily, in 
terms of the restricted life he now leads as a result of impaired physical functioning. 
Whilst cancer has imposed physical limitations on Richard, he said that as long as he 
ĐĂŶƵƐĞŚŝƐďƌĂŝŶ ?ĂŶĚŚĂƐĂƉƵƌƉŽƐĞ ?ĨŽƌĞǆĂŵƉůĞ ?ĚŽŝŶŐŚŝƐ ŵĂŐŝƐƚƌĂƚĞǁŽƌŬ ?  ‘/ ?ŵ
ƌĞĂƐŽŶĂďůǇĐŽŶƚĞŶƚ ? ?
 
ZŝĐŚĂƌĚĨĞĞůƐŝƚŝƐ ‘paybacŬƚŝŵĞ ?. He said a lot of time and money was spent treating 
Śŝŵ ?ƐŽƚŚĞůĞĂƐƚŚĞĐĂŶĚŽŝƐŐŝǀĞŚŝƐƚŝŵĞĂŶĚƉƵƚƐŽŵĞƚŚŝŶŐďĂĐŬŝŶƚŽƚŚĞ ‘cancer 
ƐǇƐƚĞŵ ?. Richard campaigns for a more accurate screening test than the PSA test, 
and national screening programme, to ensure men are diagnosed early. His desire 
to give something back could be linked to feelings of survivor guilt. It seems Richard 
feels guilty that he was treated at a centre of excellence and received a relatively 
new, and expensive, treatment. He spoke to a man who was struggling to get 
brachytherapy. He was going to have to pay for the treatment, which Richard put 
ĚŽǁŶƚŽƚŚĞ ‘postcode lottery ? ?ZŝĐŚĂƌĚĂůƐŽƚĂůŬĞĚĂďŽƵƚĨĞĞůŝŶŐŐƵŝůƚǇƚŚĂƚŚĞŚĂƐ
survived, whilst others do not. When talking about a former colleague who died 
ĨƌŽŵƉƌŽƐƚĂƚĞĐĂŶĐĞƌ ?ŚĞƋƵĞƐƚŝŽŶĞĚ ‘tŚǇĚŝĚŚĞĚŝĞĂŶĚ/ĚŝĚŶ ?ƚ ?zŽƵŬŶŽǁ ?ŚŽǁ
Ăŵ/ƐŽůƵĐŬǇĂŶĚŚĞ ?ƐŶŽƚ ? ? 
 
Richard lives with a constant fear of recurrence: 
  
EB (follow-ƵƉŝŶƚĞƌǀŝĞǁ ? P QdŽwhat extent do you worry it might come back? 
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ZŝĐŚĂƌĚ PKŚ ?ĂůůƚŚĞƚŝŵĞ ?/ŵĞĂŶŝƚ ?ƐĂĐŽŶƐƚĂŶƚƚŚŽƵŐŚƚŝŶƚŚĞďĂĐŬŽĨǇŽƵƌŵŝŶĚ ?tŚĂƚ
happens is, you get a, say for instance I had a really bad back pain recently, which is 
very near to where all the radiotherapy was and all the damage was and my first 
ƚŚŽƵŐŚƚǁĂƐ ?ŶŽƚƚŚĂƚ/ ?ǀĞƐƉƌĂŝŶĞĚŵǇďĂĐŬ ?ďƵƚƚŚĂƚƚŚĞĐĂŶĐĞƌŚĂƐŐŽƚŝŶƚŽŵǇƐƉŝŶĞ ?
ǁŚŝĐŚŝƐƌƵďďŝƐŚ ?ŝƚŚĂĚŶ ?ƚ ?ǇŽƵŬŶŽǁŝƚǁĂƐĂďĂĐŬƉĂŝŶĂŶĚŝƚǁĞŶƚĂǁĂǇďƵƚƚŚĂƚ ?ƐƚŚĞ
ŬŝŶĚŽĨ ƚŚŝŶŬŝŶŐ ?ƉĞƌǀĞƌƐĞ ƚŚŝŶŬŝŶŐ ƚŚĂƚǇŽƵŐĞƚǁŚĞŶǇŽƵ ?ƌĞĐŽŶƐƚĂntly worried that 
ŝƚ ?ƐŐŽŝŶŐƚŽƉŽƉƵƉƐŽŵĞǁŚĞƌĞĞůƐĞ ? ? ? 
 
EB: And is there anything you do, or can do, to manage those anxieties? 
 
Richard: Well, I think you just try to put them to one side as much as you possibly can. I 
ĚŽŶ ?ƚ ůĞƚ ŝƚĚĞƐƚƌŽǇŵǇĚĂǇ ?ĐŽŶƐƚĂŶƚůǇ ƚŚŝŶŬŝŶŐ  “ŽŚŵǇ'ŽĚ ? ŝƚ ?ƐŐŽŝŶŐ ƚŽĐŽŵĞďĂĐŬ
ƚŽŵŽƌƌŽǁ ? ? / ĚŽŶ ?ƚ ƚŚŝŶŬ ůŝŬĞ ƚŚĂƚ ? / ƚƌǇ ƚŽ ƉƵƚ ŝƚ ŽƵƚ ŽĨ ŵǇŝŶĚ ? ŬĞĞƉ ďƵƐǇ ? ĚŽ
ŝŶƚĞƌĞƐƚŝŶŐƚŚŝŶŐƐ ?ǁŚĂƚĞǀĞƌ ?Ƶƚŝƚ ?ƐůƵƌŬŝŶŐ ?ŝƚ ?ƐůŝŬĞĂŶǇƚŚŝŶŐƌĞĂůůǇƚŚĂƚ ?ƐƚƌŽƵďůĞĚǇŽƵ
for a long time, hidden away ŝŶƚŚĞďĂĐŬƚŚĞƌĞ ?ƐŽŵĞǁŚĞƌĞ ?ŝƚ ?ůůƉŽƉƵƉĞǀĞƌǇŶŽǁĂŶĚ
again. 
 
WĞƌĐĞƉƚŝŽŶŽĨƚŚĞĐŽŶĐĞƉƚŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
ZŝĐŚĂƌĚŝĚĞŶƚŝĨŝĞĚǁŝƚŚƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ďƵƚǁĞŶƚŽŶƚŽƐĂǇ ‘/ ?ǀĞĂĐƚƵĂůůǇ
ŐŽƚ ĐĂŶĐĞƌ ? / ŶĞǀĞƌ ƐĂǇ ƚŽ ĂŶǇďŽĚǇ  “/ ĚŝĚ ŚĂǀĞ ĐĂŶĐĞƌ ? ƐŽ ƐƵƌǀŝǀŽƌƐŚŝƉ ŝƐ ĂĐĐƵƌĂƚĞ
ďĞĐĂƵƐĞ ǇŽƵ ?ƌĞ ŶĞǀĞƌ ĨƌĞĞ ŽĨ ƚŚĞ ƌŝƐŬ ŽĨ ŚĂǀŝŶŐ ĐĂŶĐĞƌ ĐŽŵĞ ďĂĐŬ ? ǇŽƵ ĂƌĞ ŶĞǀĞƌ
ĨƌĞĞ ŽĨ ƚŚĞ ĐĂŶĐĞƌ ? ?dŚĞƌĞĨŽƌĞ ? ŝƚ ƐĞĞŵƐZŝĐŚĂƌĚ ŝƐ  ‘ƐƵƌǀŝǀŝŶŐ ?ĐĂŶĐĞƌ- not just the 
consequences of treatment, but also the disease itself: 
 
EB (follow-up interview): And I also got a sense when we talked about this term 
 ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ƚŚĂƚ ǇŽƵ ŵŝŐŚƚ ŝŶƚĞƌƉƌĞƚ ŝƚ ĂƐ ŶĞǀĞƌ ďĞŝŶŐ ĨƌĞĞ ŽĨ ĐĂŶĐĞƌ ? ƐŽ ǇŽƵ ?ƌĞ
 ‘ƐƵƌǀŝǀŝŶŐ ? ?ǇŽƵĚŝĚŶ ?ƚŶĞĐĞƐƐĂƌŝůǇƐĂǇƚŚĂƚǇŽƵŚĂĚ ‘ƐƵƌǀŝǀĞĚ ?ĐĂŶĐĞƌ Q 
 
ZŝĐŚĂƌĚ P EŽ ? / ĚŽŶ ?ƚ ƚŚŝŶŬ ǇŽƵ ĐĂŶ ƐĂǇ ƚŚĂƚ ? / ŚĂǀĞ ? ǀĞƌǇ ŚĂƉƉŝůǇ ? ũƵƐƚ ďĞĞŶ ƚŽůĚ ƚŚĂƚ ?
ǁŝƚŚŵǇůĂƚĞƐƚƚĞƐƚ ?/ ?ŵƋƵŝƚĞƐƵƌĞŝĨ/ ?ĚŚĂĚƚŚĂƚǁŚĞŶǁĞŵ ƚŽƌŶŽƚ ?/ ?ŵĐůĞĂƌŶŽǁĨŽƌ
the 5-year remission marker, whicŚŝƐũƵƐƚĂŵĂǌŝŶŐ ?ďƵƚŝƚ ?ƐŽŶůǇĂƚŚĞŽƌĞƚŝĐĂůŵĂƌŬĞƌ ?/
know you probably hear about this quite a lot, 5 years is some kind of hurdle. Well it is 
ĂŚƵƌĚůĞ ?ďƵƚŝƚ ?ƐŶŽƚƚŚĞĞŶĚ ?/ƚ ?ƐĂƚŚĞŽƌĞƚŝĐĂůŚƵƌĚůĞ ?/ŬŶŽǁƉĞŽƉůĞǁŚŽ ?ǀĞďĞĞŶĐůĞĂƌ
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for 5 years and thĞŶ ?ǇĞĂƌƐůĂƚĞƌĚŝĞĚ ?^Ž ?ǇŽƵŬŶŽǁ ?ǇŽƵ ?ƌĞŶĞǀĞƌĨƌĞ ?ǇŽƵĐĂŶ ?ƚƐĂǇ
 “/ĂŵĨƌĞĞŽĨĐĂŶĐĞƌ ?ǇŽƵĐĂŶƐĂǇ “ĂƚƚŚĞŵŽŵĞŶƚ/ ?ŵĨƌĞĞŽĨĐĂŶĐĞƌ ? ?
 
ZŝĐŚĂƌĚĂůƐŽĨĞĞůƐƐƚƌŽŶŐůǇƚŚĂƚŚĞŝƐ ‘ĨŝŐŚƚŝŶŐ ?ĐĂŶĐĞƌĂŶĚŝĚĞŶƚŝĨŝĞƐǁŝƚŚƚŚĞ ‘ďĂƚƚůĞ ?
analogy: 
 
Richard (follow-ƵƉ ŝŶƚĞƌǀŝĞǁ ? P  ? ? ?ǁŚĞŶ ƐŽŵĞďŽĚǇ ƚĞůůƐ ǇŽƵ ƚŚĞƌĞ ?Ɛ ƚŚŝƐĨŽƌĞŝŐŶ ďŽĚǇ
eating away inside you, your instinct is to get it out and throw it away. Not necessarily 
ďǇƐƵƌŐĞƌǇďƵƚƐŽŵĞŚŽǁ ?ǇŽƵǁĂŶƚƚŽŬŝůůŽĨĨƚŚŝƐƚŚŝŶŐƚŚĂƚ ?ƐƚƌǇŝŶŐƚŽŬŝůůǇŽƵ ? dŚĂƚ ?ƐĂ
ďĂƚƚůĞ ?/ƚŝƐƚƌǇŝŶŐƚŽŬŝůůǇŽƵĂŶĚǇŽƵ ?ƌĞƚƌǇŝŶŐƚŽŬŝůůŝƚ ?/ĨƚŚĂƚ ?ƐŶŽƚĂďĂƚƚůĞ/ĚŽŶ ?ƚŬŶŽǁ
what is. So the first thing I did, when I realised I really was in trouble, was I got out a 
ĨŽůĚĞƌĂŶĚǁŝƚŚĂŚƵŐĞ ?ƚŚŝĐŬƉĞŶǁƌŽƚĞ ‘ǁĂƌĨŝůĞ ?ŽŶŝt and then gradually as I gathered 
information, I filled up this war file with all that information. And then formulated my 
decision based on that. So you, it was bit like a general going to war.  
 
Relationships, interaction and communication 
 
Richard is a family-orientated man, who said he now has a greater appreciation for 
his family, and their lives together. He hopes he is a better father, and more 
ƵŶĚĞƌƐƚĂŶĚŝŶŐŚƵƐďĂŶĚƚŽĚĂǇ ?,ŽǁĞǀĞƌ ?ĐĂŶĐĞƌŝƐƐƚŝůůĂĨĨĞĐƚŝŶŐZŝĐŚĂƌĚ ?ƐĨĂŵŝůǇĨŝǀĞ
years post-treatment:  ‘ĐĂŶĐĞƌ ƌƵůĞƐ ǇŽƵƌ ůŝĨĞ ? ? ? ŝƚ ũƵƐƚ ƚĂŬĞƐ ŽǀĞƌ ĂŶĚ ŝƚ ĂĨĨĞĐƚƐ
ĞǀĞƌǇďŽĚǇĂƌŽƵŶĚƚŚĂƚƉĞƌƐŽŶĂƐǁĞůů ? ? He feels his wife and children worry about 
the ongoing problems he has, and also worry about whether cancer will come back.  
 
ZŝĐŚĂƌĚ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P QďƵƚǇŽƵĚŽŶ ?ƚƚĞŶĚƚŽƚĂůŬĂďŽƵƚŝƚƚŽŽŵƵĐŚ ?ĂƐĂĨĂŵŝůǇ ? ?ŝƚ ?Ɛ
ĂŶƵŶĚĞƌĐƵƌƌĞŶƚ ?dŚĞǇĚŝĚŶ ?ƚǁĂŶƚƚŽƚĂůŬĂďŽƵƚ ŝƚƚŽŽŵƵĐŚƚŽĚŝƐƚƌĞƐƐŵĞĂŶĚ/ǁĂƐ
too busy to ask them how they were feeling about it all because I was continually going 
back and forwards ƚŽŚŽƐƉŝƚĂů ?/ƚ ?ƐĂĚŝĨĨŝĐƵůƚƚŝŵĞĨŽƌĂĨĂŵŝůǇ Q 
 
ZĞŝƚĞƌĂƚŝŶŐƚŚĞŝŵƉŽƌƚĂŶĐĞŽĨĨĂŵŝůǇƚŚĂƚƵŶĚĞƌƐĐŽƌĞƐZŝĐŚĂƌĚ ?ƐŶĂƌƌĂƚŝǀĞ ?ŚŝƐŚŽƉĞƐ
for the future centre on him being alive to support his family, and see his daughter 
get married:  ‘ ? ? ?ŝĨǇŽƵůŝŬĞ ? ?/ ?ŵ ?the rock behind which they can all go off, live their 
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ůŝĨĞ ?ďƵƚƚŚĞǇĐĂŶĂůǁĂǇƐĐŽŵĞďĂĐŬƚŽŵĞŝĨƚŚĞǇŐĞƚƐƚƌƵĐŬ ?ƐŽ/ŬŝŶĚŽĨĨĞĞů/ ?ŵƚŚĞ
ŚƵďĂƌŽƵŶĚǁŚŝĐŚƚŚĞĨĂŵŝůǇǁŝůůĞǀŽůǀĞ ? ? 
 
Day-to-day living 
 
ZŝĐŚĂƌĚ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P/ ?ŵĨŝǀĞǇĞĂƌƐĚŽǁŶƚŚĞ ůŝŶĞ ?ǇĞƐ / ?ŵĂůŝǀĞ ?ŵǇĨĂŵŝůǇŚĂǀĞŶ ?ƚ
ůŽƐƚƚŚĞŝƌŚƵƐďĂŶĚĂŶĚĚĂĚ ?ďƵƚŝƚ ?ƐƐƚŝůůŚĂǀŝŶŐĂŶŝŵƉĂĐƚŽŶŵǇůŝĨĞ ? 
 
In terms of day-to-ĚĂǇůŝǀŝŶŐ ?ZŝĐŚĂƌĚƐĂŝĚ ‘physically, I have been forced to change ? ?
,Ğ ĚĞƐĐƌŝďĞĚ ƉƌŽƐƚĂƚĞ ĐĂŶĐĞƌ ĂƐ  ‘very disruptive to be treated, with horrible side 
ĞĨĨĞĐƚƐ ? ? Radiotherapy aggravated a pre-existing irregular heartbeat. Whilst 
preparing for an operation to rectify it, Richard took Warfarin, a blood-thinning 
agent. This opened his radiotherapy wounds and, as a result, he now develops 
blood clots, which can lead to extreme urine retention. The clots require self-
catheterisation to clear, which in turn causes infections that need to be treated with 
antibiotics. He acknowledged that had he not agreed to the surgical procedure to 
treat his irregular heartbeat, he would not have the urological problems he does 
today. He said he has  ‘ŐŽŶĞďĂĐŬǁĂƌĚƐĂŶĚŝƚ ?ƐĂůůĚŽǁŶƚŽƌĂĚŝĂƚŝŽŶĚĂŵĂŐĞ ?, as he 
had a couple of years post-ƚƌĞĂƚŵĞŶƚǁŚĞŶůŝĨĞŚĂĚĞĨĨĞĐƚŝǀĞůǇŐŽƚ ‘back to normal. ?
He findƐƚŚĞŽŶŐŽŝŶŐŝŵƉĂĐƚ ‘exhausting ?ĂŶĚ ‘ĂŶŶŽǇŝŶŐ ? ? but feels he is in control of 
his urological problems, wanting, and able, to manage them himself for the most 
part. However, these urological problems (as well as the heart defect) restrict 
ZŝĐŚĂƌĚ ?Ɛ ĚĂŝůǇactivities. For example, he has mobility problems. He cannot walk 
far, and gets out of breath easily. As a result of the need to self-catheterise, Richard 
cannot be far from a clean, private toilet. This limits where he can go, so he stays at 
home more than he would normally. Richard said there are things he wants to do, 
but cannot, and there are days when he is too ill to do anything at all. He can no 
longer participate in some of the social activities and hobbies he enjoyed 
previously, including maintaining his garden.  
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Richard said that he is somewhat restricted in terms of overseas travel and 
mentioned ƚŚĂƚ ŝĨŚĞĐŽƵůĚƐƚŽƉƵƐŝŶŐĐĂƚŚĞƚĞƌƐ ?ƚƌĂǀĞůǁŽƵůĚďĞĞĂƐŝĞƌ P ‘there are 
complications with using those things and of course you have to calculate how many 
ǇŽƵŶĞĞĚƚŽƚĂŬĞǁŝƚŚǇŽƵǁŚĞŶǇŽƵŐŽĂďƌŽĂĚ ?ĐŽƐǇŽƵĐĂŶ ?ƚƌƵŶŽƵƚ ? ?Richard did 
say that if the clotting stops, and the infections go away, he will be able to get out 
ŵŽƌĞ ? ĂŶĚ ƚƌĂǀĞů ǁŽƵůĚ ďĞ ĞĂƐŝĞƌ ? ,ŽǁĞǀĞƌ ? ŚĞ ĂĚŵŝƚƚĞĚ ƚŚĂƚ  ‘in terms of my 
lifestyůĞ ? / ĚŽŶ ?ƚ ƚŚŝŶŬ / ?Ě ĐŚĂŶŐĞ ǀĞƌǇ ŵƵĐŚ ƚŽ ďĞ ŚŽŶĞƐƚ ? /ƚ ǁŽƵůĚ ũƵƐƚ ďĞ ŵŽƌĞ
ĞŶũŽǇĂďůĞ ? ? 
 
^ƵŵŵĂƌǇŽĨZŝĐŚĂƌĚ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
 
ZŝĐŚĂƌĚ ?Ɛ ŶĂƌƌĂƚŝǀĞ ŚŝŐŚůŝŐŚƚĞĚ ƉŽƐŝƚŝǀĞ ĐŚĂŶŐĞƐ ƚŽ ŚŝƐ ƐĞŶƐĞ ŽĨ ƐĞůĨ ĂŶĚ
relationships, as well as his view of life. He also feels he is able to help others with 
prostate cancer through his involvement with a cancer charity. Richard has 
 ‘ĞŶĐĂƉƐƵůĂƚĞĚ ? his life  W focusing on the people and activities he enjoys, which has 
brought happiness and contentment. These gains are mediated by the fact Richard 
ĨĞĞůƐĐĂŶĐĞƌ ŝƐ  ‘ŝŶƐŝĚŝŽƵƐ ?  W it not only affects him, but his family as well. A loss of 
ƉŚǇƐŝĐĂů ĨƵŶĐƚŝŽŶŝŶŐ ĂŶĚ ƉŽŽƌĞƌ ŚĞĂůƚŚ ŽǀĞƌĂůů ƌĞƐƚƌŝĐƚƐ ZŝĐŚĂƌĚ ?Ɛ ůŝĨĞ ƚŽĚĂǇ ? /Ŷ
addition, fear of recurrence means Richard lives with an uncertainty about the 
future. He is aware that his future could be affected by cancer again. Indeed, he can 
ŽŶůǇ ƐĂǇ ŚĞ ŝƐ ĨƌĞĞ ŽĨ ĐĂŶĐĞƌ  ‘at the moment ? ĂŶĚ ĨĞĂƌƐ ĐĂŶĐĞƌ  ‘will pop up 
ƐŽŵĞǁŚĞƌĞ ?ƐŽŵĞƚŝŵĞ ? ? 
 
DĂƌŐĂƌĞƚ ?ƐƐƚŽƌǇ 
 
Margaret (ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ? P  ? ? ?ĂŶĚ / ĚŽŶ ?ƚ ƚŚŝŶŬ ŶŽǁ ? / ŵĞĂŶ / ũƵƐƚ ĚŽŶ ?ƚ ƚŚŝŶŬ ĂďŽƵƚ ŝƚ
 ?ĐŽƌƌĞĐƚƐŚĞƌƐĞůĨ ? ?EŽ ?ŝƚ ?ƐŶŽƚƐŽŵĞƚŚŝŶŐƚŚĂƚ ?ƐĐŽŶƐƚĂŶƚůǇŝŶŵǇŵŝŶĚĂƚĂůů ? 
 
Margaret was in her late 40s when she was diagnosed with breast cancer. At the 
time of her diagnosis, she was married, with no children. She was working full-time, 
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travelling internationally as part of her role. Margaret took five months off work for 
treatment: a lumpectomy, followed by radiotherapy. She then took Tamoxifen for 
five years. She attended follow-up appointments for an undetermined period, 
stopping when she forgot to attend on one occasion. However, she attends 
mammography screening today, and has taken part in the national bowel-screening 
programme. At the time of our interviews, Margaret was sixteen years post-
treatment. She is in her mid-60s and still married. She is retired but continues to 
work on a consultancy basis. DĂƌŐĂƌĞƚ ĚĞƐĐƌŝďĞĚ ĐĂŶĐĞƌ ĂƐ ƚŚĞ  ‘most major life 
ĞǀĞŶƚ ? she has experienced. 
 
Who is Margaret today? 
 
A narrative of ĐŽŶƚƌŽů ƵŶĚĞƌůŝĞƐ DĂƌŐĂƌĞƚ ?Ɛ ĂĐĐŽƵŶƚ ? dŚŝƐ ŝƐ ŝŶ ƉĂƌƚŚŝƐƚŽƌŝĐĂů ? ŝŶ
ƚĞƌŵƐŽĨŚĞƌƵƉďƌŝŶŐŝŶŐ ?ŚĞƌ ĨĂŵŝůǇ ?Ɛ  ‘WƌŽƚĞƐƚĂŶƚĞƚŚŝĐ ? - show no weakness, serve 
others) and also her identity. Margaret came across as a fiercely independent 
woman. She was enjoying her career and was angry that cancer had come along 
when it did. She was determined breast cancer would not disrupt her busy working 
life.  
 
When I asked Margaret how she would describe herself now, she said:  ‘ƚŚĞƐĂŵĞ ?/
ĚŽŶ ?ƚƐĞĞŵǇƐĞůĨĂƐĂŶǇĚŝĨĨĞƌĞŶƚƌĞĂůůǇ ? ?She said her work formed an important part 
of her identity, and even though she has retired, she still does consultancy work. 
DĂƌŐĂƌĞƚ ĚĞƐĐƌŝďĞĚ ŚĞƌƐĞůĨ ĂƐ  ‘ďŽƐƐǇ ? ŽƉŝŶŝŽŶĂƚĞĚ ? ƐƚƌŽƉƉǇ ? but feels she is now 
ŵŽƌĞ ‘ĂƉƉƌĞĐŝĂƚŝǀĞŽĨŽƚŚĞƌƉĞŽƉůĞ ?ƐƉƌĞƐƐƵƌĞƐ ? ĂŶĚ ‘ŵŽƌĞƐĞŶƐŝƚŝǀĞƚŽŽƚŚĞƌƉĞŽƉůĞ ?Ɛ
ƐŝƚƵĂƚŝŽŶƐ ? ?
 
However, whilst Margaret used to plan ahead, she now lives in the present. If she 
wants to do something, she will get on with it, rather than put it off.  
 
EB (follow-up interview): How has the experience affected the way you currently view 
life? 
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Margaret P/ƐƵƉƉŽƐĞ ?ŝƚ ?ƐĂůŵŽƐƚůŝŬĞ ?/ƚŚŝŶŬ ?/ĚŽŶ ?ƚŬŶŽǁǁŚĞŶ ?/ƵƐ ĚƚŽůŝǀĞĨŽƌǁŚĂƚ
was going to happen 2 years down the line and was about planning things, I know that 
that has changed, it is about just living in the present and being present and just 
enjoying the day, you know, each day as it comes... And it made me think that, each 
ĚĂǇŝƐ ?/ĚŽŶ ?ƚŬŶŽǁ ?/ƐƵƉƉŽƐĞǇŽƵŐĞƚǇŽƵƌĂůůŽƚƚĞĚƚŝŵĞ ?/ ?ŵƉƌĞƚƚǇƐƚŽŝĐĂů ?ŝƐƐƚŽŝĐĂů
ƚŚĞƌŝŐŚƚǁŽƌĚ ?/ ?ŵŶŽƚƐƵƌĞ ?ĨĂŝƌůǇ ?ŝƚ ?ƐŶŽƚĐŽŵƉůĂĐĞŶƚĞŝƚŚĞƌ ?ƌĞƐŝŐŶĞĚ ?EŽ ?ŵŽƌĞof a, 
I suppose when my time comes, my time comes. I probably do more things now than 
ǁĂŝƚ ? / ƚŚŝŶŬ ŝƚ ?Ɛ ŵƵĐŚ ŵŽƌĞ ŝŶ ƚŚĞ ƉƌĞƐĞŶƚ ? ƐŽ ŝĨ ǇŽƵ ǁĂŶƚ ƚŽ ŐŽ ƚŽ ƚŚŝŶŐƐ ? ŝĨ ƚŚĞ
ŽƉƉŽƌƚƵŶŝƚŝĞƐĐŽŵĞƵƉ ?ƚĂŬĞƚŚĞŵ ?ƌĂƚŚĞƌƚŚĂŶƐĂǇ ‘/ ?ŵŶŽƚƐƵƌĞ ĂďŽƵƚƚŚĂƚ ? ?
 
PerceptŝŽŶŽĨƚŚĞĐŽŶĐĞƉƚŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
DĂƌŐĂƌĞƚ ƉĞƌĐĞŝǀĞƐ ƚŚĂƚ ƐŚĞ ŝƐ  ‘ůŝǀŝŶŐ ǁŝƚŚ ĐĂŶĐĞƌ ? ĂƐ ‘ƚŚĞƌĞ ŵŝŐŚƚ ďĞ ĐĞůůƐ ŝŶ ƚŚĞ
ďŽĚǇŽƌƐŽŵĞƚŚŝŶŐŝŶŵǇďŽĚǇŚĂƐĂƉƌŽƉĞŶƐŝƚǇƚŽ ?ĨŽƌƚŚĞĐĞůůƐƚŽĐŚĂŶŐĞ ? ?Cancer 
ĐŽƵůĚďĞůǇŝŶŐ ‘ĚŽƌŵĂŶƚ ?: 
 
DĂƌŐĂƌĞƚ  ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ? P  ? ? ?zŽƵ ŬŶŽǁ ? ŝƚ ?Ɛ ŝŶƚĞƌĞƐƚŝŶŐ ƉĞŽƉůĞ ƐĂǇ ƚŚĞǇ ?ƌĞ ůŝǀŝŶŐ ǁŝƚŚ
ĐĂŶĐĞƌ ?/ŚĂǀĞƚŽĨŽƌĐĞŵǇƐĞůĨƚŽƐĂǇƚŚĂƚŝŶĂǁĂǇ ?/ ?ŵĞĂƐŝĞƌĂďŽƵƚƐĂǇŝŶŐŝƚŶŽǁďƵƚ
ĨŽƌĂǁŚŝůĞ/ǁŽƵůĚũƵƐƚƐĂǇ/ ?ǀĞŚĂĚŝƚ ?/ĚŽŶ ?ƚŚĂǀĞŝƚ ?ŶĚ ƚŚĞŶ/ƚŚŝŶŬǁell actually no 
DĂƌŐĂƌĞƚ ?ǇŽƵ ?ƌĞůŝǀŝŶŐǁŝƚŚŝƚ ?zŽƵŬŶŽǁ ?ƚŚĞƌĞĂůŝƚǇŝƐǇŽƵĂƌĞůŝǀŝŶŐǁŝƚŚŝƚ ?/ƚŵĂǇďĞ
ĚŽƌŵĂŶƚďƵƚǇŽƵ ?ƌĞůŝǀŝŶŐǁŝƚŚŝƚ ? 
 
 P ^Ž ǇŽƵ ?ƌĞ ůŝǀŝŶŐ ǁŝƚŚ ƚŚĞ ĂĐƚƵĂů ĐĂŶĐĞƌ ƌĂƚŚĞƌ ƚŚĂŶ ƉĞƌŚĂƉƐ ? / ƚŚŝŶŬ ƐŽŵĞƚŝŵĞƐ
ƉĞŽƉůĞƐĂǇƚŚĞǇ ?ƌĞůŝǀŝŶŐǁith the consequences of cancer, it sounds like you feel like 
ǇŽƵ ?ƌĞůŝǀŝŶŐǁŝƚŚŝƚ ? 
 
DĂƌŐĂƌĞƚ PEŽ ?/ ?ŵůŝǀŝŶŐǁŝƚŚƚŚĞƉŽƚĞŶƚŝĂůŽĨŝƚĐŽŵŝŶŐďĂĐŬ ?/ƚ ?ƐůŝŬĞŝƚŚĂƉƉĞŶĞĚŽŶĐĞ ?
ŝƚ ?ƐŶŽƚƚŚĂƚ/ ?ŵůŝǀŝŶŐ ?ƉĞŽƉůĞƚĂůŬĂďŽƵƚůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌŽŶĐĞƚŚĞǇ ?ǀĞŚĂĚ ŝƚĂŶĚŝƚ ?Ɛ
ďĞĞŶƚƌĞĂƚĞĚ ?/ ?ŵŶŽƚůŝǀŝŶŐǁŝƚŚƚŚĞĐŽŶƐĞƋƵĞŶĐĞƐŽĨŝƚ ? 
 
/ŶŝƚŝĂůůǇ ?DĂƌŐĂƌĞƚƐĂŝĚƚŚĂƚ ?ŝĨĂƐŬĞĚ ?ƐŚĞǁŽƵůĚƐĂǇƐŚĞ ‘ĂĚ ? cancer and that she is 
 ‘ĨŝŶĞ ? ŶŽǁ ?^ŚĞĚŽĞƐŶŽƚĨĞĞůƐŚĞŝƐŐŽŝŶŐƚŽĚŝĞĨƌŽŵĐĂŶĐĞƌ P ‘/ŶŵǇŚĞĂĚ/ ?ŵŐŽŝŶŐ
to die of ƐŽŵĞƚŚŝŶŐ ĞůƐĞ ? ƉƌŽďĂďůǇ Ă ƐƚƌŽŬĞ ďĞĐĂƵƐĞ ƚŚĂƚ ?Ɛ ǁŚĂƚ ?Ɛ ŝŶ ŵǇ ĨĂŵŝůǇ ? ? 
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However, she contradicted herself in the follow-up interview saying that she is 
ĂĐƚƵĂůůǇ ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ? P
 
Margaret (follow-ƵƉŝŶƚĞƌǀŝĞǁ ? P/ƚŚŝŶŬĨƌŽŵŚĂǀŝŶŐƐŽƌƚŽĨƐĂǇŝŶŐ ‘ƚŚŝƐ is not something 
/ ?ŵŐŽŝŶŐƚŽĚŝĞŽĨ ?ĞǀĞƌǇŶŽǁĂŶĚƚŚĞŶ ?ǇŽƵŚĂǀĞƚŽƐĂǇ ‘ŶŽ ?ŝƚ ?ƐŶŽƚ Q ?/ƵƐĞĚƚŽƐĂǇ ‘/
ŚĂĚĐĂŶĐĞƌ ? ?/ƵƐĞĚƚŽŚĞĂƌŽƚŚĞƌƉĞŽƉůĞ ?ŽƌŝŶƚŚĞůŝƚĞƌĂƚƵƌĞƐĂǇŝŶŐ ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ?
ĂŶĚƐŽ/ ?ŵďĞƚǁĞĞŶ ‘/ŚĂĚĐĂŶĐĞƌ ?ĂŶĚ ‘/ ?ŵůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ? ? 
 
EB: That was one of my questions I was going to ask you. 
 
DĂƌŐĂƌĞƚ P / ŽƐĐŝůůĂƚĞ ? / ƚŚŝŶŬ ? ƚŽ ƉĞƌƐƵĂĚĞ ŵǇƐĞůĨ ? / ƐĂǇ  ‘/ŚĂĚ ĐĂŶĐĞƌ ? ďƵƚ ŝŶ ƌĞĂůŝƚǇ /
ƐŚŽƵůĚ ďĞ ƐĂǇŝŶŐ  ‘/ ?ŵ ůŝǀŝŶŐ ǁŝƚŚ ĐĂŶĐĞƌ ? ? ĞĐĂƵƐĞ ǁŚŽ ŬŶ ǁƐ ǁŚĞƚŚĞƌ ŝƚ ?Ɛ ŐŽŝŶŐ ƚŽ
come back. 
 
,ŽǁĞǀĞƌ ? ƚŚĞ  ‘ƐƵƌǀŝǀŽƌ ? ŝĚĞŶƚŝƚǇ ĂůƐŽ ƌĞƐŽŶĂƚĞƐ ǁŝƚŚ DĂƌŐĂƌĞƚ ďĞĐĂƵƐĞ ƐŚĞ ŚĂƐ
survived that specific episode of breast cancer:  ‘zĞƐ ?/ĂŵĂƐƵƌǀŝǀŽƌ ?ĂŶĚǇĞƐ/ĐĂŶ
ǇĞƐ ?ďƵƚƚŚĞǇ ?ƌĞŶŽƚ ?ƚŚĞǇĚŽŶ ?ƚƚƌŝƉŽĨĨŵǇƚŽŶŐƵĞ ?ŝƚ ?ƐŶŽƚƐŽŵĞƚŚŝŶŐ ?/ ?ŵĂĐĂŶĐĞƌ
survivŽƌ ?ǇŽƵŬŶŽǁ ?ŽŶ ?ƚǁĞĂƌŝƚĂƐĂďĂĚŐĞ ?ƵƚŝŶĐŽŶǀĞƌƐĂƚŝŽŶ/ ?ŵŚĂƉƉǇƚŽ ?ǇĞƐ ?
ŝĚĞŶƚŝĨǇǁŝƚŚƚŚĂƚ ?ǇĞƐ ?ďĞĐĂƵƐĞ/ĂŵůŝƚĞƌĂůůǇǇĞĂŚ ? ? 
 
DĂƌŐĂƌĞƚĂůƐŽƚĂůŬĞĚĂďŽƵƚĂ ‘ƐĞŶƐĞŽĨĨŝŐŚƚŝŶŐ ? ?linked to her desire to take control 
of her illness: 
 
Margaret (first ŝŶƚĞƌǀŝĞǁ ? P  ? ? ?/ĚŽŶ ?ƚŬŶŽǁ ŝĨ /ǀŝƐƵĂůŝƐĞĚ ŝƚĂƐĂ ĨŝŐŚƚ ?/ ƚ ŝŶŬ ŝƚǁĂƐ ? ŝƚ
ǁĂƐ ŵŽƌĞ ? ǇĞĂŚ / ƐƵƉƉŽƐĞ ƚŚŝƐ ŝƐŶ ?ƚ ŐŽŝŶŐ ƚŽ ŐĞƚ ŵĞ ? ďƵƚ ŝƚǁĂƐ ŵŽƌĞ ? / ƚŚŝŶŬ ŝƚ ǁĂƐ
ŵŽƌĞƉŽƐŝƚŝǀĞ ?/ĚŽŶ ?ƚŬŶŽǁ ?ƐŽŵĞƚŝŵĞƐĨŝŐŚƚŝŶŐĐĂŶďĞĨŝŐŚƚŝŶŐĂŐĂŝŶƐƚĂ ?ǇŽƵŬŶŽǁ ?
ǇŽƵ ?ƌĞŚĞƌĞĂŶĚǇŽƵ ?ƌĞƚƌǇŝŶŐƚŽƉƵƐŚŝƚďĂĐŬ ?/ƚ ?ƐŵƵĐŚŵŽƌĞĂďŽƵƚ/ǁŝůůƚĂŬĞĐŽŶƚƌŽů
ŽĨŵǇůŝĨĞ ?/ǁŝůůůŽŽŬĂĨƚĞƌŵǇƐĞůĨ ?/ǁŝůů ?ŝƚ ?ƐĂďŽƵƚƚĂŬŝŶŐ ?ŝƚ ?ƐŶŽƚĂůůŽǁŝŶŐŝƚƚŽĐŽŶƚƌŽů
ǇŽƵ ?ŝƚ ?ƐĂďŽƵƚƚĂŬŝŶŐĐŽŶƚƌŽů ? 
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Relationships, interaction and communication 
 
Margaret said she and her husband have become closer as a result of her diagnosis. 
Margaret did not talk at length about friends and family but did mention how she 
ǁĂƐƐĞĞŶĂƐĂ ‘ƐƵĐĐĞƐƐƐƚŽƌǇ ? amongst colleagues diagnosed with cancer. Margaret 
spoke more about how she was a source of support to others, rather than using 
other people with cancer a source of support herself. Other people with cancer 
remind her that she is well, but they also make her question for how much longer?  
 
EB (first interview): And how about in terms of seeking help and support [from other 
women with breast cancer]? 
 
Margaret: I suppose in a way I was not conscious of it, but thinking about it now I 
suppose in a way it just reaffirmed that I was better and that I was okay.  You know, it 
ǁĂƐŶ ?ƚ ƚŚĂƚ ?ŽƌƐŽŵĞƚŝŵĞƐ ŝƚŵĂĚĞŵĞƚŚŝŶŬ  “ŽŚƐŚŝƚ ŝƐ ŝƚŐŽŝŶŐƚŽĐŽŵĞďĂĐŬ ? ? zŽƵ
ŬŶŽǁ ?ĂŶĚŝƚǁĂƐƉƌŽďĂďůǇĂůƐŽƚŽďĞĂďůĞƚŽƐĂǇ “ǁĞůů/ ?ŵĨŝŶĞŶŽǁ ?ďƵƚ/ŵĂǇŶŽƚďĞ ?
and one just has to deal with it.  So in a way it was reaffirming that I was okay, but it 
ĂůƐŽŚĂĚƚŚĂƚĞůĞŵĞŶƚŽĨ “ƐŽĨĂƌ ? ?ŽƌŝƚŵĂǇĐŽŵĞ ?ǇŽƵŬŶŽǁ ?/ĚŽŶ ?ƚŬŶŽǁ ? 
 
Day-to-day living 
 
ĂŶĐĞƌĚŽĞƐŶŽƚĂƉƉĞĂƌƚŽĂĨĨĞĐƚDĂƌŐĂƌĞƚ ?ƐĚĂŝůǇĨƵŶĐƚŝŽŶŝŶŐ ?^ŚĞƐĂŝĚ ‘/ ?ǀĞũƵƐƚŐŽƚ
on ĂŶĚŐŽƚŽŶǁŝƚŚůŝĨĞĂŶĚŐŽŶĞƚŽǁŽƌŬ ? ?She went on to say that sometimes she 
has to remind herself she had cancer. She feels the extra time she spent recovering 
in hospital prevented her from developing lymphoedema. However, she does get 
sore around the site of her surgery after more strenuous activity such as gardening 
ŽƌǁĂůŬŝŶŐďƌŝƐŬůǇ ?/ŶƚŚĞƐĞƐŝƚƵĂƚŝŽŶƐ ?ƐŚĞƐĂŝĚ ‘/ ?ůůũƵƐƚŬĞĞƉĂŶĞǇĞŽŶƚŚĂƚ ? and later 
ƐĂŝĚƐŚĞŽŶůǇǁŽƌƌŝĞƐ  ‘ǁŚĞŶǇŽƵĨĞĞůĂƉĂŝŶĂŶĚǇŽƵƚŚŝŶŬ “ŽŚƐŚŽŽƚ ? ŝƐ ŝƚŵǇďƌĂ ?Ɛ
too tight or ŝƐŝƚƐŽŵĞƚŚŝŶŐĞůƐĞ ? ? ? One reminder, however, is that her breasts  ‘ĂƌĞ
ĂůůŽĚĚ ?ŶŽǁŽĚĚ ?ǇĞƐ ? ƚŚĂƚ ?Ɛ ũƵƐƚĂ ůŝƚƚůĞ ƐĂĚďƵƚ ƚŚĞƌĞǇŽƵĂƌĞ ? ? This was the only 
reference Margaret made to her body image. Margaret admitted that she is not 
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very good at being breast aware, but she does attend mammography screening. She 
said  ‘/ŬŶŽǁ/ƐŚŽƵůĚďĞďƵƚ/ĚŽŶ ?ƚ ?ŝƚũƵƐƚĚŽĞƐŶ ?ƚŽĐĐƵƌƚŽŵĞ ? ? 
 
Margaret tries to eat healthily, takes exercise and looks after herself. I think this is 
partly due to concerns about ageing more generally, as well as trying to prevent 
ĐĂŶĐĞƌƌĞĐƵƌƌĞŶĐĞ P ‘ĂůƚŚŽƵŐŚǇŽƵŵŝŐŚƚǁĂŶƚƚŽďĞůŝŬĞǇŽƵ ?ƌĞ ? ?Žƌ ? ? ?ƚŚĞƌĞĂůŝƚǇŝƐ
you age, so you need to be doing things that ensure you remain mobile and flexible 
ĂŶĚƚŚŝŶŐƐůŝŬĞƚŚĂƚ ? ?She mentioned that she is more worried about bowel cancer, 
which might have influenced her diet.  
 
^ƵŵŵĂƌǇŽĨDĂƌŐĂƌĞƚ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
 
A desire to maintain ĐŽŶƚƌŽůƵŶĚĞƌƉŝŶƐDĂƌŐĂƌĞƚ ?ƐŶĂƌƌĂƚŝǀĞ ?ďƵƚ ŝƚ ƐŝƚƐǁŝƚŚŝŶ ƚŚĞ
wider context of ageing and health. Margaret is aware that she must not be 
complacent about her health. She is more concerned about having a stroke or 
developing dementia (conditions that are more prevalent in her family) than a 
recurrence of breast cancer, but that does not mean she is not aware that breast 
cancer could come back. Indeed, she feels cells have the propensity to change in 
ŚĞƌďŽĚǇĂŶĚƚŚĂƚĐĂŶĐĞƌĐŽƵůĚďĞůǇŝŶŐ ‘ĚŽƌŵĂŶƚ ?. As such, she acknowledged that 
ƐŚĞŝƐĂĐƚƵĂůůǇ ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ? ? 
 
WĂƚƌŝĐŝĂ ?ƐƐƚŽƌǇ 
 
Patricia (first interview): A little hiccup might describe my cancer perhaps. 
 
Patricia was in her mid-50s when she was diagnosed with breast cancer. At the time 
of her diagnosis, she was married, with adult children. Arthritis forced her to retire 
shortly before her diagnosis. Patricia had a mastectomy, followed by radiotherapy 
and chemotherapy. She took Tamoxifen, and had follow-up appointments for five 
years. Patricia had to wait around eighteen months for reconstructive surgery, 
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wearing a prosthesis until that time. She had two unsuccessful reconstructions but a 
third operation was successful. At the time of our interviews, Patricia was eleven 
years post-treatment. She is in her mid-60s and divorced.  
 
Who is Patricia today? 
 
Patricia described cancer as Ă ‘ŚŝĐĐƵƉ ?. She said other health conditions, as well as 
her marriage breakdown, have had more of an impact on her life. Cancer is one of 
several health conditions she has had to overcome. Indeed, as she and her friends 
ŐĞƚŽůĚĞƌ ?WĂƚƌŝĐŝĂĨĞĞůƐ ‘everybodǇ ?ƐŐŽƚƐŽŵĞƚŚŝŶŐ ? ?
 
The period from diagnosis to when she had her third, and final, reconstruction (two 
years after she finished chemotherapy) was particularly difficult for Patricia. She felt 
that losing her breast and hair, and gaining weight, were more traumatic than being 
diagnosed with breast cancer. She was unable to have an immediate 
ƌĞĐŽŶƐƚƌƵĐƚŝŽŶ ? ǁŚŝĐŚ ƐŚĞ ĚĞƐĐƌŝďĞĚ ĂƐ ƚŚĞ ƉŽŝŶƚ ǁŚĞŶ ŚĞƌ  ‘ǁŽƌůĚ ĞŶĚĞĚ ?. There 
were subsequent problems which resulted in three attempts at reconstructive 
surgery befoƌĞƐŚĞǁĂƐĂďůĞƚŽĞƐƚĂďůŝƐŚǁŚĂƚƐŚĞƌĞĨĞƌƌĞĚƚŽĂƐĂ ‘ŶĞǁŵĞ ?. Patricia 
said she was  ‘ďĂĐŬƚŽǁŚĂƚ/ǁĂƐ ?/ƚ ?ƐŶŽƚƌĞĂů ?ďƵƚŝƚ ?Ɛ ?ŝƚŝƐƌĞĂůŝŶĂŶŽƚŚĞƌǁĂǇ ?after 
her breast reconstruction. Losing weight, hair re-growth and, in particular, being 
able to colour her hair, were further turning points, as Patricia regained her 
confidence and femininity:  
 
WĂƚƌŝĐŝĂ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P ‘/ĨǇŽƵ ?ǀĞůŽƐƚĂďƌĞĂƐƚĂŶĚǇŽƵ ?ǀĞŐŽƚƚŚŝƐƉƌŽƐƚŚĞƐŝƐ ?ĞǀĞƌǇ
ŵŽƌŶŝŶŐ ŝƐ Ă ƌĞŵŝŶĚĞƌ ? ůů ƌŝŐŚƚ ? / ?ůů ŶĞǀĞƌ ĨŽƌŐĞƚ / ?ǀĞ ŚĂĚ ďƌĞast cancer, but [the 
ƌĞĐŽŶƐƚƌƵĐƚŝŽŶ ?ůŽŽŬƐƐŽŶŽƌŵĂů ? ? 
 
Patricia (follow-up interview): /ĐĂŶ ?ƚƵŶĚĞƌƐƚĂŶĚĂŶǇǁŽŵĂŶŶŽƚǁĂŶƚŝŶŐƚŽďĞ ?ŶŽƚ
perfect, but as a woman... you want to be as feminine as possible 
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Patricia feels cancer has changed her:  ‘I think ǇŽƵďĞĐŽŵĞĂĚŝĨĨĞƌĞŶƚƉĞƌƐŽŶ ?  / ?ǀĞ
ŚĂƌĚĞŶĞĚƵƉ/ƚŚŝŶŬ ?ĂŶĚǁŝƚŚŵǇŵĂƌŝƚĂůŝƐƐƵĞƐĂƐǁĞůů ?/ǁŽŶ ?ƚƐĂǇ “ǇĞƐ ?ŝĨ/ĚŽŶ ?ƚ
want to do something because I would run around after other people... / ?ǀĞŶŽƚŐŽƚ
ĂƐŵƵĐŚƚŽůĞƌĂŶĐĞŶŽǁ ? ?She later reiterated that cancer has made her stronger:  ‘/
ǁĂƐ ƐŽŵĞďŽĚǇ ƉĞŽƉůĞ ĐŽƵůĚ ƚƌĂŵƉůĞ Ăůů ŽǀĞƌ ? ?^ŚĞ ƐĂŝĚ ĐĂŶĐĞƌ  ‘makes you realise 
every day is special ? ? ^ŚĞ ĨĞĞůƐ ůŝĨĞ ŝƐ ƐŚŽƌƚ ĂŶĚ ƉƌĞĐŝŽƵƐ ‘ĂŶĚ / ƚŚŝŶŬ ƚŚĂƚ ?Ɛ ǁŚĂƚ
ĞǀĞƌǇďŽĚǇǁŚŽ ?ƐŚĂĚĂůŝĨĞ-threatening illness realises ? ? ^ŚĞǁĞŶƚŽŶƚŽƐĂǇ ‘it does 
ƚĞĂĐŚǇŽƵƌĞĂůůǇƚŽŶŽƚďĞĐŽŵƉůĂĐĞŶƚĂŶĚŐĞƚŽŶǁŝƚŚůŝĨĞ ?ŽǁŚĂƚǇŽƵǁĂŶƚƚŽĚŽ ? ?
Patricia reiterated this in the follow-up interview, saying  ‘/ŐƌĂďĂƚ ůŝĨĞŶŽǁ ?ĂŶĚ /
ǁŽƵůĚƐĂǇƚŽŽƚŚĞƌƉĞŽƉůĞ “ƚĂŬĞĞǀĞƌǇŽƉƉŽƌƚƵŶŝƚǇ ? ? ?She went on to say:  ‘The way I 
ůŽŽŬĂƚůŝĨĞŶŽǁŝƐ “ǁŚĂƚŵĂŬĞƐŵǇůŝĨĞďĞƚƚĞƌĨŽƌŵĞ ? ? ? 
 
Patricia is still involved in cancer-related activities. She has always helped others, 
but now uses her experience of breast cancer to support other women, and to 
improve services. Her involvement also serves as a way of coping. She is given hope 
for the future through meeting other  ‘survivors ?. Contact with other people 
ĚŝĂŐŶŽƐĞĚǁŝƚŚĐĂŶĐĞƌ ‘ƌĞĂƐƐĞƐƐĞƐǇŽƵƌĐŽŶĨŝĚĞŶĐĞƚŽƐŽƌƚŽĨƐĂǇ “/ ?ǀĞŵĂĚĞŝƚ ? ? ?This 
confidence seems to stem from two perspectives. The first is meeting people who 
are living long-term after cancer:  ‘/ŵĞƚƉĞŽƉůĞǁŚŽǁĞƌĞƚĞŶǇĞĂƌƐĚŽǁŶƚŚĞůŝŶĞ ?ŝƚ
ŐĂǀĞŵĞĐŽŶĨŝĚĞŶĐĞ ?ĂƐ/ŶŽǁŐŝǀĞŽƚŚĞƌƉĞŽƉůĞĐŽŶĨŝĚĞŶĐĞ ? ? The second is meeting 
people at the beginninŐŽĨƚŚĞŝƌĐĂŶĐĞƌ ‘ũŽƵƌŶĞǇ ? because it helps reiterate that she 
has survived.  
 
WĞƌĐĞƉƚŝŽŶŽĨƚŚĞĐŽŶĐĞƉƚŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
WĂƚƌŝĐŝĂĚĞƐĐƌŝďĞĚŚĞƌƐĞůĨĂƐĂ ‘ƐƵƌǀŝǀŽƌ ? on several occasions in the interviews. She 
said:  ‘/ ?ŵĂƐƵƌǀŝǀŽƌĂŶĚŝƚǁŽŶ ?ƚĐŽŵĞďĂĐŬ ?/ũƵƐƚĂůǁĂǇƐĨĞĞůƉŽƐŝƚŝǀĞ ? ?She did not 
ŝĚĞŶƚŝĨǇǁŝƚŚƚŚĞƚĞƌŵ ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ? ?
 
WĂƚƌŝĐŝĂ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P/ǁŽƵůĚƐĂǇ/ ?ǀĞƐƵƌǀŝǀĞĚĐĂŶĐĞƌ ?ďĞĐĂƵƐĞƐŽŵĞƉĞŽƉůĞƐƚŝůů ?Ăƚ
the Macmillan conference two years ago a couple of them still felt even five years 
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down the line they were living with cancer, and there was a seminary about living with 
ĐĂŶĐĞƌ ?ďƵƚ/ĚŽŶ ?ƚĨĞĞů/ ?ŵůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ?/ĨĞĞůŝƚ ?Ɛ ďĞŚŝŶĚŵĞŶŽǁ ? 
 
Patricia (follow-ƵƉŝŶƚĞƌǀŝĞǁ ? PzŽƵŬŶŽǁ ?/ ?ŵĂƐƵƌǀŝǀŽƌ ?  /ĚŽŶ ?ƚƐŽƌƚŽĨƚŚŝŶŬ “ŽŚŐŽƐŚ ?
ŝƚ ?ƐŐŽŝŶŐƚŽĐŽŵĞďĂĐŬ ? ?/ĨŝƚĚŽĞƐ ?/ŐŽƚƚŚƌŽƵŐŚŝƚŽŶĐĞĂŶĚƚŚĞƌĞ ?ƐŶŽƌĞĂƐŽŶǁŚǇ/
ǁŽƵůĚŶ ?ƚŐĞƚƚŚƌŽƵŐŚŝƚĂŐĂŝŶ ? Ƶƚ /ƚŚŝŶŬ ŝĨ ŝƚǁĂƐŐŽŝŶŐƚŽĐŽŵĞďĂĐŬ ŝƚǁŽƵůĚŚĂǀĞ
come back between the two and five years. 
 
Relationships, interaction and communication 
 
Problems Patricia was experiencing in her marriage were exacerbated by her cancer 
diagnosis. Fundamentally, Patricia felt her husband did not support her in the way 
she would have liked or hoped: 
 
Patricia (first ŝŶƚĞƌǀŝĞǁ ? P  ? ? ?ŚĞ ĐŽƵůĚŶ ?ƚ ŚĂŶĚůĞ ŵǇ ƚĂůŬŝŶŐ ĂďŽƵƚ ƚŚĞ ĐĂŶĐƌ ? ƉĞŽƉůĞ
coming around to see me, and as one friend, she had a similar, her husband she was a 
ůŽƚ ŽůĚĞƌ ĂŶĚ ŝƚ ǁĂƐ ŚŝƐ ĨŽƵƌƚŚ ŵĂƌƌŝĂŐĞ ? ĂŶĚ ƐŚĞ ƐĂŝĚ ŝƚ ?ƐĂůŵŽƐƚ ĂƐ ƚŚŽƵŐŚ ƚŚĞǇ ?ƌĞ
jealous of you bĞĐĂƵƐĞǇŽƵ ?ƌĞƚŚĞĐĞŶƚƌĞŽĨĂƚƚĞŶƚŝŽŶ ?zŽƵĚŽŶ ?ƚǁĂŶƚƚŽďĞŝůů ?ďƵƚŚĞ
ĨĞůƚ ĂƐ ƚŚŽƵŐŚ ŚĞ ǁĂƐ ŶĞŐůĞĐƚĞĚ ?  tĞůů / ǁĂƐŶ ?ƚ ŶĞŐůĞĐƚŝŶŐ Śŝŵ ? ďƵƚ ŚĞ ũƵƐƚ ? ƚŚĞ
marriage just disintegrated... 
 
However, she keeps in touch with her ex-husband and has recently seen a change in 
his understanding of her cancer experience, as a result of his own illness 
experience: 
 
Patricia (follow-ƵƉŝŶƚĞƌǀŝĞǁ ? P/ŵĞĂŶŶŽǁŵǇŚƵƐďĂŶĚ ?ƐďĞĞŶŝůů ?/ƚŚŝŶŬ Ğ ?ƐƌĞĂůŝƐĞĚ ?/
ƚŚŝŶŬƚŚĂƚ ?ƐŵĂǇďĞƚŚĞƚƵƌŶŝŶŐƉŽŝŶƚ ?ŚĞ ?ƐƐŽƌƚŽĨƌĞĂůŝƐŝŶŐ ?ĞĐĂƵƐĞŚĞ ?ƐďĞĞŶŚĂǀŝŶŐ
the PSA test... But I do feel his illness in the past six months now has made him a sort 
of, a lot more understanding. 
 
Patricia would like to be in a relationship as she feels lonely and wishes she had 
someone to share her life with. She feels this when she is going about her daily life, 
for example, when doing household chores and wishes someone was there to help 
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her:  ‘/ƚ ?ƐǁŚĞŶǇŽƵ ?ƌĞŽŶǇŽƵƌŽǁŶ ?ƚŚĞƌĞ ?ƐŶŽďŽĚǇƚŽĞŵƉƚǇƚŚĞĚŝƐŚǁĂƐŚĞƌ ? ?I did 
not get the impression that cancer has prevented Patricia from meeting a new 
partner. Indeed she spoke of a close male friend, with whom she would like to have 
a relationship. She has been open about cancer and her reconstructive surgery, and 
he responded by saying it is the person inside that is more important.  
 
Day-to-day living 
 
ĂŶĐĞƌŚĂƐǀĞƌǇůŝƚƚůĞŝŵƉĂĐƚŽŶWĂƚƌŝĐŝĂ ?ƐůŝĨĞƚŽĚĂǇ ?/ƚƐĞĞŵƐŵĂŶĂŐŝŶŐŽƚŚĞƌŚĞĂůƚŚ
conditions has moved the focus away from cancer in recent years. Knee problems 
ŝŵƉĂĐƚ ŽŶ WĂƚƌŝĐŝĂ ?Ɛ ŵŽďŝůŝƚǇ ? ĂŶĚ ŚĞƌ ĂďŝůŝƚǇto do certain activities. She can no 
longer swim or do gardening, both activities she enjoyed. Patricia mentioned that 
she still gets very tired, but acknowledged that was common for people who have 
had cancer. However, it does not seem to prevent her from maintaining her busy 
social life, as well as volunteer work and attending cancer meetings. She appears to 
live a very full life. 
 
We did not talk explicitly about the future, but it is clear from her narrative that 
Patricia is more concerned about other health conditions than cancer recurrence. 
She worries about future mobility, and whether she will be able to carry out simple 
tasks, such as driving, and continue with social activities.  
 
Patricia (first interview): ...It was the osteoporosis consultant whŽƐĂŝĚǇŽƵ ?ǀĞŐŽƚ ƚŽ
ůŽƐĞƚŚĞǁĞŝŐŚƚďĞĐĂƵƐĞŽĨǇŽƵƌŬŶĞĞƐ ? dŚĞŶŽĨĐŽƵƌƐĞ / ?ǀĞƐŝŶĐĞŚĂĚƚŚĞƌŝŐŚƚŬŶĞĞ
ĚŽŶĞƚǁŝĐĞ ?ĂŶĚ/ ?ŵǁĂŝƚŝŶŐƚŽŐŽƚŽƚŚĞƉĂŝŶĐůŝŶŝĐďĞĐĂƵƐĞƚŚĞǇĚŽŶ ?ƚǁĂŶƚƚŽĚŽŝƚ
again or I could lose my leg... But that worried me more than thĞĐĂŶĐĞƌďĞĐĂƵƐĞŝƚ ?Ɛ
mobility now, that getting in and out of the car and going up and down stairs. 
 
EB: And your quality of life. 
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WĂƚƌŝĐŝĂ PdŚĂƚ ?ƐƌŝŐŚƚ ?/ĐĂŶ ?ƚƐǁŝŵĂŶĚ/ĐĂŶ ?ƚ ?/ ?ǀĞůŽǀĞĚŵǇŐĂƌĚĞŶ ?/ŚĂĚƚƌĂŶƐĨŽƌŵĞĚ
gardens, and I had to have a flaƚďĞĐĂƵƐĞ/ũƵƐƚĐŽƵůĚŶ ?ƚŐĂƌĚĞŶŽŶŵǇŽǁŶĂŶĚŝƚ ?ƐĂ
shame. 
 
^ƵŵŵĂƌǇŽĨWĂƚƌŝĐŝĂ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
 
dŚĞůĞŐĂĐǇŽĨĐĂŶĐĞƌŝŶWĂƚƌŝĐŝĂ ?ƐůŝĨĞŝƐƉƌĞĚŽŵŝŶĂŶƚůǇƉŽƐŝƚŝǀĞ ?^ŚĞŚĂƐĂŶŽƉƚŝŵŝƐƚŝĐ
view of life and experienced positive changes to her sense of self. Her positive 
attitude also seems to mitigate concerns about recurrence, as she focuses on 
making the most of each day and opportunity. Even distressing events have 
resulted in positive action or experiences. For example, PatriĐŝĂ ?Ɛ ŵĂƌƌŝĂŐĞ ďƌŽŬĞ
down but she moved to another part of England to start a new life for herself - one 
that is very active, and allows her to see more of her family. Equally, whilst Patricia 
experienced an assault on her body image and femininity, in her mind, the 
mastectomy removed the cancer, which helped reassure her that it would not come 
ďĂĐŬ ?ƋƵĂůůǇ ?ƚŚĞƌĞĐŽŶƐƚƌƵĐƚŝŽŶŚĞůƉĞĚŚĞƌĨĞĞů  ‘back to what I was ? ?ƐĂƌĞƐƵůƚ ?
she is now able to support others through her involvement with cancer charities. 
Meeting other women who have survived helps reassure Patricia that cancer is 
behind her. 
 
ŶŐĞůĂ ?ƐƐƚŽƌǇ 
 
ŶŐĞůĂ  ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ? P / ĐŽŵĞďĂĐŬ ƚŽ ƚŚĞ ĨĂĐƚ ƚŚĂƚ / ?ǀĞĂĐƚƵ ůůǇŐĂŝŶĞĚ ? / ?ǀĞĂĐƚƵĂůůǇ
ďĞŶĞĨŝƚĞĚĨƌŽŵŝƚ ?ƵƚƚŚĞŶ/ ?ǀĞŶĞǀĞƌŚĂĚŝƚĂƐďĂĚĂƐ ?/ ?ŵƐƵƌĞƚŚĞƌĞ ?ƐĂůŽƚŽĨƉĞŽƉůĞ ?/
ĂůŵŽƐƚĨĞĞůƋƵŝƚĞĞŵďĂƌƌĂƐƐĞĚƐĂǇŝŶŐŝƚďƵƚŝĨ/ ?ŵŚŽŶĞƐƚǁŝƚŚǇŽƵ ?ďĞĐĂƵƐĞŵǇĐĂŶĐĞƌ ?/
ƐƵƉƉŽƐĞ ?ǁĂƐŶ ?ƚůŝĨĞ-ƚŚƌĞĂƚĞŶŝŶŐĂŶĚ/ ?ǀĞŚĂĚŶŽƌĞŽĐĐƵƌƌĞŶĐĞƐ ?/ƚŚŝŶŬ/ ?ǀĞŐĂŝŶĞĚŽƵƚ
of it. But I would hate for you, not that I ŶĞĞĚƚŽƚĞůůǇŽƵ ? ĨŽƌǇŽƵƚŽƚŚŝŶŬ ƚŚĂƚ ?Ɛ ƚŚĞ
ŶŽƌŵ ?ĂŶĚ/ ?ŵĂůŵŽƐƚĞŵďĂƌƌĂƐƐĞĚƐĂǇŝŶŐŝƚ ?ďƵƚ/ĚŽƚŚŝŶŬ/ŐĂŝŶĞĚĨƌŽŵŝƚ ? 
 
Angela was in her mid-50s when she was diagnosed with breast cancer. At the time 
of her diagnosis, Angela was divorced, with adult children and working full-time. 
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Her mother was in hospital with breast cancer, and died around the time of 
ŶŐĞůĂ ?ƐĚŝĂŐŶŽƐŝƐ ?^ŚĞŚĂĚĂůƵŵƉĞĐƚŽŵǇĂŶĚůǇŵƉŚŶŽĚĞĐůĞĂƌĂŶĐĞ ?,ŽǁĞǀĞƌ ?ƐŚĞ
had to go back for a second operation to take a wider margin. She had 
radiotherapy, through which she continued working. Angela then took Arimidex for 
five years. She continues to have annual follow-up appointments and does not 
know how long these will continue for. At the time of our interviews, Angela was six 
years post-treatment.  She is in her early 60s, living alone, retired from full-time 
employment but working part-time locally.  
 
Who is Angela today? 
 
Angela (first interview): I know this sounds a bit of a cliché and I would imagine that 
quite a few people say it, buƚŝƚ ?ƐĚĞĨŝŶŝƚĞůǇƚƌƵĞ ?/ĂŵĂĚŝĨĨĞƌĞŶƚƉĞƌƐŽŶƐŝŶĐĞƚŚĂƚǇĞĂƌ ?
/ĚŽŶ ?ƚƌĞĂůůǇ ? /ƚŚŝŶŬŽĨǁŚĂƚ/ǁĞŶƚƚŚƌŽƵŐŚ ?ƚŚĂƚǁŚŽůĞǇĞĂƌĂŶĚƚŚĞƌĞ ?ƐďĞĞŶŽƚŚĞƌ
ƐƚƵĨĨƚŚĂƚŐŽĞƐŽŶŝŶůŝĨĞ ?ĂŶĚǇŽƵƚŚŝŶŬ “ŵǇ'ŽĚ ? ?KƚŚĞƌƉ ŽƉůĞƐĞĞŵĞĂƐďĞŝŶŐƋƵŝƚĞ
strong, I see myself as being quite weak. However, when you get through all this, you 
ũƵƐƚƚŚŝŶŬ ?ƋƵŝĞƚůǇǇŽƵĚŽĨĞĞůƋƵŝƚĞƉƌŽƵĚŽĨƚŚĞǁĂǇǇŽƵ ?ǀĞĚĞĂůƚǁŝƚŚŝƚ ?ƚŚĞǁĂǇƚŚĂƚ
ǇŽƵ ?ǀĞůĞƚŽƚŚĞƌƉĞŽƉůĞƐĞĞƚŚĂƚŝƚŚĂƐŶ ?ƚŐŽƚǇŽƵ ?/ƚ ?ƐŶŽƚƐŽŵĞƚŚŝŶŐ/ƐĂǇƌĞŐƵůĂƌůǇďƵƚ
you are only as good as you get up in the morning so, you know, get out there. Get out 
there and do. And I definitely, I know a lot of people have done that and think like that. 
/ƚ ?ƐŶŽƚĂďŽƵƚƉĂƌƚŝĐƵůĂƌůǇ ?ĐůŝŵďŝŶŐŵŽƵŶƚĂŝŶƐ ?ŝƚŝƐŶ ?ƚĂďŽƵƚĚŽŝŶŐƚŚŽƐĞƐŽƌƚŽĨthings 
ƌĞĂůůǇ ?ũƵƐƚĂďŽƵƚŵĂŬŝŶŐƐƵƌĞǇŽƵĚŽŶ ?ƚǁĂƐƚĞƚŝŵĞ ? 
 
With hindsight, Angela feels that cancer is not the worst thing that has happened to 
ŚĞƌ ? ^ŚĞ ĐŽŶƐŝĚĞƌƐ ŚĞƌ ĚŝǀŽƌĐĞ ĂŶĚ ŚĞƌ ŵŽƚŚĞƌ ?Ɛ ĚĞĂƚŚ ƚŽ ďĞ ǁŽƌƐĞ ? ĂŶĐĞƌ ĂŶĚ
other life events were described ĂƐ Ă  ‘ůŝƚƚůĞ ďůŝƉƐ ? and  ‘ůŝƚƚůĞ ŬŶŽĐŬƐ ? ůŝƚƚůĞ ĨĞĂƌƐ ? ? 
Angela also compared herself to others who she perceives have been through far 
worse  W despite the fact that she has been through a protracted divorce, 
experienced other health problems and lost her mother to cancer around the time 
she was diagnosed herself. These examples demonstrate Angela positive approach 
to life.  
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ŶŐĞůĂ  ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ? P / ?ǀĞ ŐŽƚ ƚŚƌŽƵŐŚ ƋƵŝƚĞ Ă ? ŶŽƚ ĂƐ ?/ ŵĞĂŶ ƐŽŵĞ ƉĞŽƉůĞ ŚĂǀĞ
horrendous stories to tell, mine are just little blips along the way, which is life really, 
ŝƐŶ ?ƚŝƚ ?
 
ŶŐĞůĂ ?ƐŶĂƌƌĂƚŝǀĞĚĞŵŽŶƐƚƌĂƚĞƐĞǀŝĚĞŶĐĞŽĨŐƌŽǁƚŚ ?^ŚĞĨĞĞůƐƐŚĞŚĂƐŐĂŝŶĞĚĨƌŽŵ
the cancer experience  W she is stronger and more confident today. However, she 
said she feels embarrassed to say she has benefited from the experience and did 
not want me, or others, to think this was the norm. Whilst people she knows 
consider her a strong person, probably because of the other life events she has 
been through, Angela said she has always thought of herself aƐ  ‘ǁĞĂŬ ?. However, 
she feels proud of the way she coped with cancer. She did not let it get to her, and 
handled herself well, adopting a positive attitude throughout, which continues 
ƚŽĚĂǇ ?^ŚĞĨĞĞůƐƐŚĞŚĂƐ ‘ĞĂƌŶĞĚ ? strength and confidence over the years:  ‘/ ?ŵĂŚĞůů
ŽĨĂůŽƚƐƚƌŽŶŐĞƌŶŽǁ ? ? 
 
ŶŐĞůĂ ďĞůŝĞǀĞƐ ůŝĨĞ ŝƐ ƐŚŽƌƚ ? ^ŚĞ ĂĚŽƉƚƐ Ă ƉŚŝůŽƐŽƉŚǇ ŽĨ  ‘ŐĞƚ ŽƵƚ ƚŚĞƌĞ ĂŶĚ ĚŽ ? - 
 ‘ŵĂŬŝŶŐƐƵƌĞǇŽƵĚŽŶ ?ƚǁĂƐƚĞƚŝŵĞ ? ?,ĞƌĚŝĂŐŶŽƐŝƐǁĂƐŽŶĞŽĨĂƐĞƌŝĞƐŽĨĞǀĞŶƚƐƚŚĂƚ
encouraged her to reduce the amount of stress in her life. Post-diagnosis, she 
admitted that her work-life balance was wrong as her job was highly pressurised. 
She took six weeks off to travel for her 60
th
 birthday. Whilst away, she reflected on 
ŚĞƌĚŝĂŐŶŽƐŝƐ ?ĂŶĚŚĞƌŵŽƚŚĞƌ ?ƐĚĞĂƚŚ ?ĂŶĚĚĞĐŝĚĞĚƚŚĂƐŚĞneeded to reduce the 
ĂŵŽƵŶƚŽĨƐƚƌĞƐƐ ŝŶŚĞƌ ůŝĨĞĂŶĚ ?ƚŽĚŽƐŽ ?ƐŚĞŶĞĞĚƚŽ ƌĞƚŝƌĞ ?ƐƐƵĐŚ ?ŶŐĞůĂ ?Ɛ
diagnosis was a contributing factor in her decision to leave her job.  
 
WĞƌĐĞƉƚŝŽŶŽĨƚŚĞĐŽŶĐĞƉƚŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
Angela said that whilst she might be a survivor, she does not see herself as such and 
would not want people to think that she portrayed herself in that way. She 
compared herself to other people affected by cancer, referring to her diagnosis as 
 ‘ƌĞůĂƚŝǀĞůǇŵŝŶŽƌ ? and that those with more serious cancers are survivors in her eyes. 
^ŚĞ ĂůƐŽ ĚŽĞƐ ŶŽƚ ŝĚĞŶƚŝĨǇ ǁŝƚŚ ƚŚĞ ƚĞƌŵ  ‘ůŝǀŝŶŐ ǁŝƚŚ ĐĂŶĐĞƌ ? ĂƐ ƐŚĞ ĨĞĞůƐ ƐŚĞhad 
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cancer; it is over. However, Angela is aware that cancer can come back, but does 
not dwell on it. She adopts a matter-of-fact approach, effectively saying that she got 
through it once and would deal with it in the same way if it happens again. I think it 
helps that she feels she is being looked after by the NHS:  ‘ ? ? ?ǇŽƵ ?ƌĞ ŝŶ ƚŚŝƐ ŶŝĐĞ
ƵŵďƌĞůůĂ ŶŽǁ ǁŚĞƌĞďǇ ǇŽƵ ?ƌĞ ůŽŽŬĞĚ ĂĨƚĞƌ ? ^o, although I still keep an eye on 
ŵǇƐĞůĨ ?/ũƵƐƚŬŶŽǁ ?ǇŽƵŬŶŽǁ ?ŝĨŝƚŝƐĐĂƵŐŚƚŽƌŝĨƐŽŵĞƚŚŝŶŐŚĂƉƉĞŶƐĂŐĂŝŶ ?/ ?ŵƚŚĞƌĞ
ĂƌĞŶ ?ƚ/ ? ? 
 
EB (first interview): And what has been particularly helpful in terms of helping you get 
through your experience of cancer?  
 
ŶŐĞůĂ P/ ?ŵŶŽƚƐƵƌĞƌĞĂůůǇ ?/ƚŚŝŶŬ/ ?ǀĞ ?ĂĐƚƵĂůůǇ ?ǇŽƵŚĂǀĞƚŽƵŶĚĞƌƐƚĂŶĚ/ĂŵĚĞĨŝŶŝƚĞůǇ
ĂƉŽƐŝƚŝǀĞƉĞƌƐŽŶĂŶǇǁĂǇ ? / ?ŵŶŽƚŶĞŐĂtive, I do not think this is going to come back 
next week or next year. I now know that even if it did, the chances are it would be 
ĂŶŽƚŚĞƌŽƉĞƌĂƚŝŽŶ ?ĂŶŽƚŚĞƌďŝƚŽĨƚƌĞĂƚŵĞŶƚ ?ŝƚŵŝŐŚƚĞǀĞŶďĞĂďƌĞĂƐƚŽƉ ?ďƵƚ/ĚŽŶ ?ƚ
see that, if that happens, that happeŶƐ ? /ƚ ?ƐŶŽƚƐŽŵĞƚŚŝŶŐƚŚĂƚƐĐĂƌĞƐƚŚĞ ůŝĨĞŽƵƚŽĨ
ŵĞĂŶǇŵŽƌĞ ?/ ?ŵŶŽƚƐĐĂƌĞĚ ? 
 
Relationships, interaction and communication 
 
Angela is close to her children, but this seems to have always been the case. Cancer 
ŚĂƐƌĞŝŶĨŽƌĐĞĚŶŐĞůĂ ?ƐŝĚĞŶƚŝƚǇĂƐĂŐƌĂŶĚƉĂrent. She wants to pass on her values 
to her grandchildren, and for them to see her as a role model  W someone who is 
strong and independent, remains active and healthy and embraces life. Angela feels 
her family need her more than she needs them and that they are still concerned, 
even though, to her, cancer is in the past. Angela does not want them worry about 
her now, as they have their own lives and children to take care of. Interestingly, she 
ƐĂŝĚ ‘you want them not to be worrying about me at this time, iƚ ?ƐďĂĚĞŶŽƵŐŚǁŚĞŶ
/ŐĞƚĂůŽƚŽůĚĞƌ ?suggesting that she aware her children might have to care for her in 
the future. This may stem from the fact that she had to care for her own mother 
when she was ill.  
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It appears Angela feels she has to behave in a way that is socially acceptable to 
others. She does not talk to people she does not know well about cancer, as she 
perceives it as something people do not talk about. Angela said she needs to be 
seen to be coping. It seems, at times, she puts on a façade for her friends and 
family, in part to protect them, but also to maintain, in their eyes, a sense of the 
person she wants them to think she is. She mentioned that a couple of friends see 
ŚĞƌ ĂƐ ĂŶ  ‘ŝŶƐƉŝƌĂƚŝŽŶ ? in terms of her positive attitude towards cancer, and life 
more generally, and she might want to maintain that ideal in their minds. She said 
ŚĞƌ ĨƌŝĞŶĚƐǁŽƵůĚŶŽƚǁĂŶƚ ƚŽ ƐĞĞŚĞƌ  ‘ǁĂůůŽǁŝŶŐ ?about how cancer could come 
back. 
 
Day-to-day living 
 
Six years post-treatment, Angela is starting to experience bone-thinning, which 
could be a late effect of radiotherapy and Arimidex, or due to ageing more 
generally. As a result, she experiences backache when she does more strenuous 
ĂĐƚŝǀŝƚŝĞƐ ? ŶŐĞůĂ ĨŽƵŶĚ ƚŚĞ ƌĞƐƵůƚƐ ŽĨ ƚŚĞ ďŽŶĞ ĚĞŶƐŝƚǇ ƐĐĂŶ  ‘ĚĞƉƌĞƐƐŝŶŐ ? because 
she worries it may restrict her active lifestyle in the future - she is not one to sit 
around and do nothing. She also said bone-ƚŚŝŶŶŝŶŐŵĂŬĞƐŚĞƌ ‘ĂůŝƚƚůĞďŝƚŶĞƌǀŽƵƐ ? 
because it serves as a reminder that she had cancer. However, Angela is making a 
conscious effort to maintain her healthy lifestyle. She eats healthily, trying to 
consume foods high in calcium, is sourcing a Pilates class and tries to jog, if her back 
will let her.  
 
^ƵŵŵĂƌǇŽĨŶŐĞůĂ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
 
For Angela, cancer was a  ‘ůŝƚƚůĞďůŝƉ ?. It was not the worst thing that has happened to 
her  W going through a divorce and losing her mother were more difficult in her eyes. 
She has approached cancer with a positive attitude and said she has gained from 
the experience, both in terms of her identity and outlook on life. Angela is a 
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different person - stronger and more confident - as a result of the cancer 
experience.  She is not scared that cancer will come back. However, this is not to 
say she is not aware it could. Angela is more concerned about the impact ageing, 
and the potential problems associated with bone-thinning, might have on her ability 
to maintain her active lifestyle. Despite this, Angela is an example of someone who 
has experienced post-traumatic growth as a result of her cancer experience.  
  
DŽŝƌĂ ?ƐƐƚŽƌǇ 
 
DŽŝƌĂ  ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ?  QŵĞŶƚĂůůǇ ? / ƚŚŝŶŬ ŝƚ ? ƚŚĂƚ ?Ɛ Ă ǀĞƌǇ ĚŝĨĨŝĐƵůƚ ŽŶĞ ďĞĐĂƵƐĞ ƚŚĂƚ
comes and goes, I think. I think some people may be absolutely devastated all the 
way through and ƐƚƌĂŝŐŚƚŽĨĨ ?/ǁĂƐŶ ?ƚ ?/ƚƐŽƌƚŽĨĐĂŵĞĂŶĚǁĞŶƚ ?/ŚĂĚĂůŽƚŽĨƐŽƌƚŽĨ
positive feelings about it and then some huge troughs really and I mean I think that 
kind of continues because you live with the thought that you were a cancer patient 
forever more really and I think, day to day you forget but it lives with you. 
 
Moira was in her mid-40s when she was diagnosed with breast cancer, after a Well-
woman check-up. At the time of her diagnosis, Moira was married, with young 
children. She had a mastectomy, followed by chemotherapy. Moira did not have a 
reconstruction, and it was not discussed at the time of her surgery. At the time of 
our interviews, Moira was sixteen years post-treatment. She has not had a 
reconstruction but wears a prosthesis. Moira continues to have annual follow-up 
appointments with a private breast surgeon. She volunteers for breast cancer 
charities and has taken part in various fundraising events. She is in her mid-60s, still 
married, and her children are grown up.  
 
Who is Moira today? 
 
MŽŝƌĂĚĞƐĐƌŝďĞĚ  ‘Ă ůŽƐƐŽĨĐŽŶĨŝĚĞŶĐĞƚŚĂƚ ůŝǀĞƐǁŝƚŚǇŽƵ ?after a cancer diagnosis. 
^ŚĞ ŽƵƚůŝŶĞĚĚŝĨĨĞƌĞŶƚ  ‘ůĞǀĞůƐ ? of loss, firstly relating to a loss of confidence about 
health, and secondly, a loss of confidence in her body image. The loss of confidence 
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about health is a legacy that continues to make Moira nervous. As a result, she is 
aware of her own mortality, and although her diagnosis was some time ago, she has 
ĨŽƵŶĚŚĞƌƐĞůĨƐĂǇŝŶŐ ‘the cancer could come back, or a different cancer could come 
back ? ?The uncertainty she feels regarding her health is not constant, and tends to 
occur when she is ill or tired, linked, she said, to the fact that she did not have any 
symptoms, apart from tiredness, when she was diagnosed. 
 
Moira talked about the clinical perception of cancer recurrence when the cancer 
survivor is many years post-treatment. To her, if she were diagnosed again, it would 
be related to her original diagnosis. However, she suggested healthcare 
professionals would say it was not related to the original diagnosis: 
 
Moira (follow-ƵƉŝŶƚĞƌǀŝĞǁ ? P/ĚŽŶ ?ƚŬŶŽǁǁŚĞƚŚĞƌƚŚŝƐŝƐŵĞĚŝĐĂůůǇĐŽƌƌĞĐƚďƵƚ/ƚŚŝŶŬ
what tends to happen now is, if you have survived for sort of 15/20 years, and then a 
cancer does come back, they tend to treat it, medically, as a new cancer, not a 
ƌĞĐƵƌƌĞŶĐĞ ?ĂŶĚ/ƚŚŝŶŬ ?/ ?ŵŶŽƚƐƵƌĞŚŽǁ/ĨĞĞůĂďŽƵƚƚŚĂƚ ?/ŵĞĂŶ ?ĚĞĞƉĚŽǁŶŝŶƐŝĚĞ ?
/ ?ŵŶŽƚƐƵƌĞŚŽǁ/ĨĞĞůĂďŽƵƚƚŚĂƚďĞĐĂƵƐĞ/ƚŚŝŶŬŝĨŝƚĚŝĚĐŽŵĞďĂĐŬ ?ŝĨ/ĚŽŐĞƚĐĂŶĐĞƌ
ĂŐĂŝŶ ?/ǁŽƵůĚĨĞĞů “ǁĞůů/ ?ǀĞŐŽƚŝƚĂŐĂŝŶ ?ĂŶĚ/ǁŽƵůĚƚŚŝŶŬ ƚǁĂƐůŝŶŬĞĚ ?/ ?ĚĨŝŶĚŝƚǀĞƌǇ
ĚŝĨĨŝĐƵůƚƚŽƚŚŝŶŬ “ǁĞůůƚŚĂƚǁĂƐŵǇůŝĨĞƚŚĞŶ ?ĂŶĚ/ŚĂĚĐĂŶĐĞƌƚŚĞŶ ?EŽǁ/ŚĂǀĞŝƚĂŶĚ
ŝƚ ?ƐĂĐŽŵƉůĞƚĞůǇĚŝĨĨĞƌĞŶƚƚŚŝŶŐ ? ?/ƚŚŝŶŬ/ǁŽƵůĚƚŚŝŶŬ “ǁĞůů ?ŚĞƌĞǁĞŐŽĂŐĂŝŶ ?ƐŽƌƚŽĨ
thing.  
 
ĂŶĐĞƌĚŽĞƐŶŽƚŬĞĞƉDŽŝƌĂ ‘awake ĂƚŶŝŐŚƚ ? ? ŶŽƌĚŽĞƐƐŚĞ ‘look for cancer around 
every corner. ?^ŚĞŝƐƉŚŝůŽƐŽƉŚŝĐĂůĂďŽƵƚƚŚĞĨƵƚƵƌĞ ?ƐĂǇŝŶŐ ? ‘/ ?ŵŝŶŵǇ ? ?ƐŶŽǁƐŽ ?
you know, I could carry on for another 30 years or something could happen to me, I 
ĚŽŶ ?ƚŬŶŽǁ ?Ƶƚŝƚ ?ƐŶŽƚƐŽŵĞƚŚŝŶŐƚŚĂƚ/ĚǁĞůůŽŶ ? ? ? ?
 
Moira feels she is the same strong person she was before her diagnosis. Penny said 
 ‘ ? ? ?ƐŚĞ ?ƐďĂĐŬƚŽĂƐƐŚĞǁĂƐďĞĨŽƌĞ ?ƐƚŝůůƐƚƌŽŶŐ ?ƐƚŝůůƉŽƐŝƚŝǀĞďƵƚƉĞƌŚĂƉƐĂůŝƚƚůĞŵŽƌĞ
ƌĞĂůŝƐƚŝĐ ? ? However, Moira continues to be affected by the loss of her breast. She 
described the loss of confidence in her body image as  ‘ƋƵŝƚĞ ĨƌŝǀŽůŽƵƐ ? ŝƚ ?Ɛ ? ǇŽƵ
ŬŶŽǁ ? ŚŽǁ ǇŽƵ ůŽŽŬ ƌĞĂůůǇ ? ?However, it clearly affects her, particularly in the 
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summer, when her normally private self is exposed publically, for example, when 
wearing a swimming costume. In the winter, she said everyone is covered up, 
implying that the loss of a breast is not publicly visible. Privately, Moira said the loss 
of a breast is not an issue as she comes from an open family where she feels 
comfortable in front them.  
 
Moira (follow-up ŝŶƚĞƌǀŝĞǁ ? P/ŚĂǀĞŶ ?ƚŚĂĚĂƌĞĐŽŶƐƚƌƵĐƚŝŽŶĂŶĚǁĞĞŬƐŐŽƉĂƐƚŶĚ/
ĚŽŶ ?ƚĞǀĞŶƚŚŝŶŬĂďŽƵƚŝƚďƵƚƚŚĞŶƐŽŵĞƚŚŝŶŐǁŝůůŚĂƉƉĞŶŝŶŵǇůŝĨĞǁŚĞƌĞ/ ?ǀĞŐŽƚƚŽ
be on a beach with other people in a swimming costume or I want to go out in a 
ƉƌŽƉĞƌĞǀĞŶŝŶŐĚƌĞƐƐǁŚĞƌĞ/ĐĂŶ ?ƚǁĞĂƌĂũĂĐŬĞƚŽƌƐŽŵĞƚŚŝŶŐ ?ĂŶĚǇĞƐ ?/ƚŚŝŶŬƚŚĂƚ
affects me slightly as well. 
 
It is during the summer that the question of whether or not to have a 
reconstruction is raised. However, Moira said she has not had a reconstruction as 
ƐŚĞĚŽĞƐŶŽƚǁĂŶƚƚŽ ‘ƵƉƐĞƚƚŚĞďĂůĂŶĐĞ ? of her life, as she is now in her 60s and it 
would be a major operation.  
 
WĞƌĐĞƉƚŝŽŶŽĨƚŚĞĐŽŶĐĞƉƚŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
Moira (follow-ƵƉŝŶƚĞƌǀŝĞǁ ? P/ƚŚŝŶŬ ?ĐĂŶĐĞƌ ?ŚĂƐŶ ?ƚŐŽƚĂŐƌĞĂƚƉĂƌƚŝŶŵǇůŝĨĞďƵƚ ?ƚŚĞƌĞ
is a part of me that will always be a cancer patient I think, and I think that is something 
/ĐĂŶ ?ƚƌĞĂůůǇŐĞƚĂǁĂǇĨƌŽŵ ?zĞĂŚ ?/ĚŽŶ ?ƚŬŶŽǁǁŚĞƚŚĞƌŽƚŚĞƌƉĞŽƉůĞĐĂŶůŝƚĞƌĂlly just 
ƉƵƚŝƚďĞŚŝŶĚƚŚĞŵĂŶĚĨŽƌŐĞƚĂďŽƵƚŝƚĐŽŵƉůĞƚĞůǇ ?ďƵƚ/ĚŽŶ ?ƚƚŚŝŶŬ/ĐĂŶƚŽƚĂůůǇ ?
 
Day-to-day, Moira said she can forget that she had cancer, but  ‘ǇŽƵ ůŝǀĞ ǁŝƚŚ
ƚŚŽƵŐŚƚƚŚĂƚǇŽƵǁĞƌĞĂĐĂŶĐĞƌƉĂƚŝĞŶƚĨŽƌĞǀĞƌŵŽƌĞƌĞĂůůǇ ? ?If someone asked her 
ĂďŽƵƚ ŚĞƌ ĚŝĂŐŶŽƐŝƐ ? ƐŚĞ ǁŽƵůĚ ƐĂǇ  ‘ŝƚ ?Ɛ Ă ůŽŶŐ ƚŝŵĞ ĂŐŽ ŶŽǁ ĂŶĚ / ?ǀĞ ďĞĞŶ ǁĞůů
since. ? ,ŽǁĞǀĞƌ ? ƐŚĞ ĚĞƐĐƌŝďĞĚ ŚĞƌƐĞůĨ ? ĂŶĚ ŽƚŚĞƌ ǁŽŵĞŶ ĚŝĂŐŶŽƐĞĚ ǁŝƚŚ ďƌĞĂƐƚ
ĐĂŶĐĞƌ ? ŽŶ Ă ĐŽƵƉůĞ ŽĨ ŽĐĐĂƐŝŽŶƐ ? ĂƐ  ‘ƵĨĨĞƌĞƌƐ ? ? DŽŝƌĂ ƐĂŝĚ ĐĂŶĐĞƌ ŝƐ  ‘something 
ƚŚĂƚ ?Ɛ ĂƚƚĂĐŚĞĚ ƚŽ ǇŽƵ ? / ŵĞĂŶ ? ǇŽƵ ĐĂŶ ďĞ ǁŚĂƚĞǀĞƌǇŽƵ ĂƌĞ ? ďƵƚ ǇŽƵ ?ƌĞ ĂůƐŽ Ă
ĐĂŶĐĞƌƉĂƚŝĞŶƚŽƌĂĐĂŶĐĞƌƐƵƌǀŝǀŽƌŽƌǁŚĂƚĞǀĞƌĂŶĚ/ƚŚŝŶŬƚŚĂƚƐƚĂǇƐǁŝƚŚǇŽƵ ? ? She 
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went on to say that, day-to-day, she does not identify with being a  ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? 
but occasionally she might say she is one.  
 
Relationships, interaction and communication 
 
DŽŝƌĂ ?Ɛ ĞǆŝƐƚŝŶŐ ƌĞůĂƚŝŽŶƐŚŝƉƐ ĚŽ ŶŽƚ ĂƉƉĞĂƌ ƚŽŚĂǀĞ ďĞŶ ĂĨĨĞĐƚĞĚ ďǇ ŚĞƌ ĐĂŶĐĞƌ
experience. However, she has developed new relationships with other women 
diagnosed with breast cancer, ƚŚƌŽƵŐŚŚĞƌǀŽůƵŶƚĞĞƌǁŽƌŬ ?^ŚĞĨĞĞůƐĂ ‘ĐŽŶŶĞĐƚŝŽŶ ? 
with these women, and a need to share experiences. Giving and receiving peer 
support is still important today:  
 
Moira (follow-up ŝŶƚĞƌǀŝĞǁ ? P ? ? ?ŝƚ ?ƐĂůǁĂǇƐĂĐŽŵĨŽƌƚ ?/ƚŚŝŶŬĞǀĞŶĂůŽŶŐǁĂǇĚŽǁŶƚŚĞ
roĂĚ ƚŽ ĨŝŶĚ ƚŚĂƚ ƉĞŽƉůĞ ǁŝůů ƐĂǇ  “ŽŚ ŐŽƐŚ / ?ǀĞ ŐŽƚ ƚŽ ŐŽ ĨŽƌ ŵǇ ŵĂŵŵŽŐƌĂŵ ŶĞǆƚ
ǁĞĞŬĂŶĚŝƚĂůǁĂǇƐŵĂŬĞƐŵĞƚĞƌƌŝďůǇŶĞƌǀŽƵƐĂŶĚ/ĚŽŶ ?ƚƐůĞĞƉ ? ?/ƚŚŝŶŬǇŽƵĨĞĞůƚŚĂƚ ?
ǇŽƵŬŶŽǁ ?ǇŽƵ ?ƌĞŶŽƚĂůŽŶĞŝŶƚŚĂƚ ? ? 
 
Moira sees volunteering as  ‘ŚƵŐĞůǇƉŽƐŝƚŝǀĞ ? in two respects. Firstly, as a result of 
the people she has met and the peer support she has gained and, secondly, through 
the interesting events she has been involved in. Moira feels her involvement with 
cancer charities has in no way been a negative experience:  ‘ǇŽƵŐĞƚƉƵůůĞĚŝŶƚŽƚŚĂƚ
ǁŽƌůĚĂŶĚǇŽƵĨŝŶĚƚŚĂƚ ŝƚ ?ƐŶŽƚƐƵĐŚĂďĂĚǁŽƌůĚ ?/ƚ ƌĞĂůůǇ ŝƐŶ ?ƚ ? /ŵĞĂŶƚŚĞƌĞ ?ƐĂŶ
ĂǁĨƵůůŽƚŽĨŐŽŽĚƚŚŝŶŐƐƚŚĂƚŚĂƉƉĞŶĞĚƚŽŵĞ ? ? ? ? As Moira said,  ‘ǇŽƵ ?ǀĞŚĂĚǇŽƵƌƚƵƌŶ
ĂƚďĞŝŶŐŝůů ?ĂŶĚƚŚĞŶǇŽƵ ?ƌĞďĞƚƚĞƌ ?ĂŶĚǇŽƵĐĂŶŐŝǀĞƐŽŵĞƚŚŝŶŐďĂĐŬ ? ?
 
Day-to-day living 
 
ĂŶĐĞƌ ĚŽĞƐ ŶŽƚ ĂĨĨĞĐƚ DŽŝƌĂ ?Ɛ ĚĂŝůǇ ĨƵŶĐƚŝŽŶŝŶŐ ? ,ŽǁĞǀ ƌ ? ƐŚĞ ŵĞŶƚŝŽŶĞĚ ƐŽŵĞ
side effects of chemotherapy, including a tingling sensation in her fingers. She is 
also more prone to stomach upsets. As already discussed, cancer has left a legacy in 
terms of a lack of confidence about health, particularly when Moira is ill or tired for 
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no explicable reason. At these times, feelings of uncertainty about recurrence come 
to the foreground. 
 
^ƵŵŵĂƌǇŽĨDŽŝƌĂ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
 
DŽŝƌĂ ?Ɛ ŶĂƌƌĂƚŝǀĞ ƐƉĞĂŬƐ ŽĨ ŐĂŝŶƐĂŶĚ ůŽƐƐĞƐ ĂƐĂ ƌĞƐƵůƚŽĨ ƚŚĞ ĐĂŶĐĞƌ ĞǆƉĞƌŝĞŶĐĞ ?
Whilst she sometimes struggles with the loss of her breast, and a loss of confidence 
ĂďŽƵƚ ŚĞƌ ŚĞĂůƚŚ ? ƐŚĞ ĚĞƐĐƌŝďĞĚ ŚĞƌƐĞůĨ ĂƐ  ‘ǁĞůů ? and continues to give back, 
supporting other women diagnosed with breast cancer through her involvement 
ǁŝƚŚ ĐĂŶĐĞƌ ĐŚĂƌŝƚŝĞƐ ? dŚƌŽƵŐŚ ǀŽůƵŶƚĞĞƌŝŶŐ ? ƐŚĞ ĞǆƉĞƌŝ ŶĐĞƐ Ă  ‘ĐŽŶŶĞĐƚŝŽŶ ? with 
ŽƚŚĞƌǁŽŵĞŶ ?ǁŚŝĐŚŝƐĂƐŽƵƌĐĞŽĨƐƵƉƉŽƌƚĂŶĚĐŽŵĨŽƌƚƚŽŚĞƌ ?ĞŝŶŐ ‘pƵůůĞĚ ? into 
ƚŚĞĐĂŶĐĞƌ ‘ǁŽƌůĚ ?, she realised it is not such a bad place and  ‘ĂŶĂǁĨƵůůŽƚŽĨŐŽŽĚ
ƚŚŝŶŐƐ ?have happened to her as a result.  
 
DĂůĐŽůŵ ?ƐƐƚŽƌǇ 
 
DĂůĐŽůŵ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P ? ? ?/ĚŽŶ ?ƚĐŽŶƐŝĚĞƌ/ƐƚŝůůŚĂǀĞĐĂŶĐĞƌ ?/ŚĂǀĞƚŚĞĞĨĨĞĐƚƐ ?ǁŚŝĐŚ/
have to live with, having had cancer, and more importantly, cancer treatment. 
 
Malcolm was in his late 50s when he was diagnosed with colorectal cancer. At the 
time of his diagnosis, he was married, had adult children and was working in higher 
education. He had surgery (a resection and temporary ileostomy) followed by 
chemotherapy. He delayed presenting symptoms to his GP so he wonders, had he 
seen his GP sooner, whether he would have needed chemotherapy. The ileostomy 
was reversed approximately a year after surgery. Two years after that, he had 
surgery to repair a parastomal hernia and incisional hernia. At the time of our 
interview, Malcolm was almost seven years post-treatment. He is still married, but 
ǁĂƐĨŽƌĐĞĚƚŽƌĞƚŝƌĞĨƌŽŵŚŝƐĂĐĂĚĞŵŝĐƌŽůĞĂƐĂƌĞƐƵůƚŽĨ ‘ĐŚĞŵŽ-ďƌĂŝŶ ? ?,ŽǁĞǀĞƌ ?
he continues to work on an ad-hoc basis in the education sector. He also volunteers 
for a cancer charity, reviewing literature and contributing to research activities. Just 
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before Malcolm reached the five-year marker, he and his wife moved to another 
part of England. However, this meant he was separated from his GP, who had been 
an important source of advice and support throughout his cancer experience.  
 
Who is Malcolm today? 
 
DĂůĐŽůŵ  ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ? P / ?ŵŽŶĞŽĨ ƚŚĞƐĞƐƚƌĂŶŐĞƉĞŽƉůǁŚŽƌĞĂůůǇ ? ŝŶĂ ƐĞŶƐĞ ? ŝƚ ?Ɛ
ƚŚĞƌĞ ? ŝƚ ?ƐŚĂƉƉĞŶĞĚĂŶĚŝƚŚĂƐŶ ?ƚƌĞĂůůǇ ĂĨĨĞĐƚĞĚŵĞ ŝŶƚŚĂƚƌĞƐƉĞĐƚ ? /ĚŽŶ ?ƚƚŚŝŶŬ / ?ŵ
any more immortal or mortal than I was before.  
 
Malcolm said that cancer has not changed him as a person, nor has it affected his 
outlook on life. It seems cancer was an illness that was treated and is now gone. 
When I asked him directly whether his life perspective had changed in any way, he 
ĂƐŬĞĚ  ‘ŝŶ ǁŚĂƚ ǁĂǇ ? ?Examples I gave included changing priorities or a greater 
appreciation for, or changed outlook on, life. His response was:  ‘ǁĞůů ?ǁĞǁĞƌĞĚŽŝŶŐ
all ƚŚŽƐĞ ƚŚŝŶŐƐĂŶǇǁĂǇ ?tĞ ĚŝĚ ƌĞƚŝƌĞ ? ƚĞĐŚŶŝĐĂůůǇ ? ? So, it seems that retiring may 
have been a bigger life change for Malcolm and his wife than cancer. 
 
The five-year marker was a key moment for Malcolm. He said healthcare 
professionals did not emphasise the marker, and no one said he was cured or in 
ƌĞŵŝƐƐŝŽŶ ?DĂůĐŽůŵĚĞƐĐƌŝďĞĚƚŚĞƚŝŵĞĂƐĂ  ‘ďĞƌĞĂǀĞŵĞŶƚ ?  W he was  ‘ĐƵƚŽĨĨ ?ĨƌŽŵ
hospital support, and had moved away from a supportive GP. He was left 
wondering where he could turn to for advice if he needed it. It is as if the safety net 
of the hospital and his GP was taken away at that five-year point. He might not have 
used their services but it appears he was reassured by the fact they were there if he 
needed them.  
 
WĞƌĐĞƉƚŝŽŶŽĨƚŚĞĐŽŶĐĞƉƚŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
Malcolm said he had cancer. He does not see cancer as an issue now, particularly as 
he is past the five-ǇĞĂƌƉŽŝŶƚ ?,ŽǁĞǀĞƌ ?ŚĞĚŽĞƐŶŽƚ ŝĚĞŶƚŝĨǇǁŝƚŚďĞŝŶŐĂ  ‘ĐĂŶĐĞƌ
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ƐƵƌǀŝǀŽƌ ? ?,ĞĂůƐŽĚŽĞƐŶŽƚĂŐƌĞĞǁŝƚŚƚŚĞƉŚƌĂƐĞ ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ?ďĞĐause as far 
as he is concerned, he does not have cancer anymore - ŚĞŝƐ ‘living with the effects 
ŽĨĐĂŶĐĞƌƚƌĞĂƚŵĞŶƚ ? ?,ĞƐƵŐŐĞƐƚĞĚƚŚĂƚ ?ŝĨĂŶǇƚŚŝŶŐ ?ŚĞǁĂƐ ‘ůŝǀŝŶŐĂĨƚĞƌĐĂŶĐĞƌ ?, but 
 ‘ƚŚĂƚ ?Ɛ Ă ƐƚƵƉŝĚ ƚĂƵƚŽůŽŐǇ ŽĨ ƚĞƌŵƐ ĂƐ ǁĞůů ? ? hůƚŝŵĂƚĞůǇ ? ŚĞ ĨĞĞůƐ ŝƚ ǁill never be 
possible to find the right terminology. Interestingly, whilst Malcolm does not 
ŝĚĞŶƚŝĨǇǁŝƚŚƚŚĞƚĞƌŵ  ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?ŚĞŵĞŶƚŝŽŶĞĚƚŚĂƚŚŝƐǁŝĨĞ ?ĂƌďĂƌĂ ?ŚĂĚ
ďĞĞŶĚŝĂŐŶŽƐĞĚǁŝƚŚĐĂŶĐĞƌ ? ?ǇĞĂƌƐĂŐŽ ‘ƐŽƐŚĞŝƐĂƐƵƌǀŝǀŽƌ ?  W perhaps suggesting 
that he feels time since diagnosis is an indicator of when someone can be labelled a 
 ‘ƐƵƌǀŝǀŽƌ ? ?
 
Relationships, interaction and communication 
 
Malcolm did not talk at length about his relationships, but mentioned that one of 
the consequences of treatment is impotence. It was clear in the interview that he 
did not want to talk about it, and the impact it has on his relationship with his wife. 
Indeed, he said the way he manages it is by ignoring it. He said it does not often 
cause a problem, but occasionaůůǇŝƚĐĂŶďĞ ‘annoying ?ĂŶĚ ‘has an impact on family 
life ? ?tŚĞŶ/ĂƐŬĞĚDĂůĐŽůŵǁŚĞƚŚĞƌŚŝƐƌĞůĂƚŝŽŶƐŚŝƉǁŝƚŚĂƌďĂƌĂŚĂĚĐŚĂŶŐĞĚĂƐĂ
ƌĞƐƵůƚ ?ŚĞƐĂŝĚ P ‘^ŚĞũƵƐƚŐĞƚƐĂŶŶŽǇĞĚŽĐĐĂƐŝŽŶĂůůǇ ?ƵƚƚŚĞŶ ?ƚŚĂƚ ?ƐŶŽƌŵĂů ? ? 
 
He also mentioned that some of his friends and colleagues have got what he 
ƌĞĨĞƌƌĞĚƚŽĂƐ ‘ĐĂŶĐĞƌĨĂƚŝŐƵĞ ?  W that there is only so long they want to hear about 
cancer and its subsequent issues.  
 
Day-to-day living 
 
Malcolm said he is living with the consequences of cancer treatment. He mentioned 
chemotherapy in particular, but it was also clear in his narrative that long-term 
effects of pelvic surgery also impact his life. Malcolm mentioned chemo-brain, 
peripheral neuropathy, irregular bowel movements and impotence. He suggested 
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ways he manages each of these, but said they do not normally interfere with his 
daily life, just from time-to-time. Malcolm implied that these consequences can 
ƐŽŵĞƚŝŵĞƐďĞĂŶ ‘ĂŶŶŽǇĂŶĐĞ ? ƌĂƚŚĞƌƚŚĂŶĂ ‘problem ? ?
 
DĂůĐŽůŵ  ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ? P dŚĞƌĞ ?Ɛ ƚŚĞ ŽŶŐŽŝŶŐ ƉƌŽďůĞŵŽĨ ŝŶĨƌĞƋƵĞŶƚ ďŽǁĞů ƉĂƚƚĞƌŶ
that has to be controlled... You have to know what foods to eat and not to eat. And 
then you make conscious choices if you want to eat something that you know you 
ĚŽŶ ?ƚŚĂǀĞ ? ? ?ĨŝǀĞŽƌƐŝǆĨƌĞƋƵĞŶƚƚƌŝƉƐŽĨĨƚŽƚŚĞƚŽŝůĞƚ ?dŚĂƚ ?ƐĨŝŶĞĂƐůŽŶŐĂƐǇŽƵ ?ƌĞŶŽƚ
entertaining. And so these sort of things have to be taken into account from that. In 
terms of the chemo-brain effect, you learn to live with and you know, you get to the 
sƚĂŐĞǁŚĞƌĞ ?ŝĨ/ ?ŵĚŽŝŶŐĂƚƌĂŝŶŝŶŐƐĞƐƐŝŽŶĨŽƌŝŶƐƚĂŶĐĞ ?/ ?ůůũƵƐƚƐĂǇ “ŝƚ ?ƐĐŚĞŵŽ-brain, 
ũƵƐƚŚŽůĚŽŶĂŵŝŶƵƚĞ ?/ ?ůůĐŽŵĞďĂĐŬƚŽǇŽƵŝŶƐĞĐŽŶĚ ?ŬŝŶĚŽĨƚŚŝŶŐ ?^ŽǇŽƵƐŽƌƚŽĨĚĞĂů
with that one. There is still sort of an ongoing, very occasional problem with some 
peripheral neuropathy, and that is more difficult to deal with as you never know when 
ŝƚ ?ƐŐŽŝŶŐƚŽƐƚƌŝŬĞ ?
 
Malcolm also mentioned the impact of surgery on his ability to travel: 
 
Malcolm (first interview): I mean a classic example actually, I still do a lot of travelling 
ĂŶĚǁŚŝůƐƚ / ?ůůƋƵŝƚĞŚĂƉƉŝůǇ ƚƌĂǀĞů ŝŶ ƚŚĞďĂĐŬŽĨĂŶĂĞƌŽƉůĂŶĞĨŽƌĂƐŚŽƌƚŽƌŵĞĚŝƵŵ
haul flight, I will not travel in the back of an aeroplane for a long haul flight. The 
possibility of having to share one or two toilets with 200 other passengers... So, things 
ǁŚŝĐŚǇŽƵĚŽŶ ?ƚƚŚŝŶŬĂďŽƵƚĂƐƉĞƌŚĂƉƐĐŽŶƐĞƋƵĞŶĐĞƐŽĨůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌĂƌĞĂĐƚƵĂůůǇ
consequences. 
 
Whilst Malcolm is living with the consequences of treatment, he feels other health 
conditions, in particular, diabetes, have the potential to have a greater impact on 
his future health. He said the risk of complications as a result of diabetes, such as a 
ƐƚƌŽŬĞŽƌŚĞĂƌƚĂƚƚĂĐŬ ?ĂƌĞŐƌĞĂƚĞƌƚŚĂŶĂŶǇŝŵƉĂĐƚŽĨĐĂŶĐĞƌ P ‘/ĚŽŶ ?ƚƚŚŝŶŬ ?ĐĂŶĐĞƌ ?
has any impact at all. As I say ? ƚŚĞ ĨĂĐƚ ƚŚĂƚ / ?ŵ ĂůƐŽ Ă dǇƉĞ // ĚŝĂďĞƚŝĐ ŚĂƐ ŵŽƌĞ
ƉŽƚĞŶƚŝĂůŝŵƉĂĐƚƚŚĂŶĚŝĂŐŶŽƐŝƐĂŶĚƚƌĞĂƚŵĞŶƚŽĨĐĂŶĐĞƌ ? ?
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^ƵŵŵĂƌǇŽĨDĂůĐŽůŵ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
 
ĂŶĐĞƌ ŚĂƐ ŶŽƚ ŝŵƉĂĐƚĞĚ DĂůĐŽůŵ ?Ɛ ƐĞŶƐĞ ŽĨ ƐĞůĨ Žƌ ƌĞůĂƚŝŽŶƐŚŝƉƐ ƚŽ ĂŶǇ great 
extent, nor has it changed his perspective on life. Cancer was just an illness that he 
was treated for. However, Malcolm now experiences the ongoing side effects of 
ƚƌĞĂƚŵĞŶƚ ?ǁŚŝĐŚĂƌĞĂŶŽĐĐĂƐŝŽŶĂů ‘ĂŶŶŽǇĂŶĐĞ ? ďƵƚŶŽƚĂ ‘ƉƌŽďůĞŵ ? that interferes 
with his daily life. For example, when talking about trouble with his bowels, he said: 
 ‘ŝƚ ?Ɛ ƚŚĞƌĞ ? ŝƚ ?Ɛ ŚĂƉƉĞŶĞĚ ? ƐŽ ǁŚĂƚ ? ? ĂŶĐĞƌ ĐŚĂƌŝƚǇ ŝŶǀŽůǀĞŵĞŶƚ ŐŝǀĞƐ DĂůĐŽůŵ Ă
sense of satisfaction, as he is not only supporting an organisation that supported 
him through his cancer experience, but he can also keep his brain active, reviewing 
ŝŶĨŽƌŵĂƚŝŽŶ ? DŽǀŝŶŐ ĂǁĂǇ ĨƌŽŵ Ă ƐƵƉƉŽƌƚŝǀĞ 'W ? DĂůĐŽůŵ ĨĞůƚ  ‘ĐƵƚ ŽĨĨ ? from his 
support system. Therefore, indirectly, receiving information from a cancer charity 
might be a reassuring source of support for Malcolm, at a time when he does not 
feel he has established as supportive and personal a relationship with his new GP. 
 
:ĂŶĞƚ ?ƐƐƚŽƌǇ 
 
Janet (follow-up ŝŶƚĞƌǀŝĞǁ ? P  ? ? ?ŶŽďŽĚǇŚĂƐƐĂŝĚ  “ǇŽƵŐŽƚďŽǁĞůĐĂŶĐĞƌďĞĂƵƐĞŽĨ ? ? ? ?
you know ŝƚǁĂƐĂƉŽŽƌĚŝĞƚ ŽƌǇŽƵĚŝĚŶ ?ƚĚŽ ƚŚŝƐŽƌ ŝƚ ĐĂŵĞ ƚŚƌŽƵŐŚ ƚŚĞ ĨĂŵŝůǇŽƌ
ǁŚĂƚĞǀĞƌ ?ƚŚĞǇǁĞƌĞŶŽƚĂďůĞƚŽƉŝŶƉŽŝŶƚǁŚǇ/ŐŽƚŝƚ ?ƐŽĐŽŶƐĞƋƵĞŶƚůǇ ?ǇŽƵĐĂŶ ?ƚĚŽ
ĂŶǇƚŚŝŶŐƚŽĂǀŽŝĚŐĞƚƚŝŶŐŝƚĂŐĂŝŶŝĨǇŽƵƐĞĞǁŚĂƚ/ŵĞĂŶ ?zŽƵĐĂŶ ?ƚ ?/ƚĂŬĞŵĞĂƐƵƌĞƐ
as much as I can, as I said, good diet and all the rest of it, keeping active, been 
ƐǁŝŵŵŝŶŐƚŽĚĂǇĂĐƚƵĂůůǇ ?Ƶƚ ?ŝĨǇŽƵĚŽŶ ?ƚŬŶŽǁ ?/ŵĞĂŶŝƚ ?ƐůŝŬĞ ŵŽŬŝŶŐ ?ŝĨǇŽƵŬŶŽǁ
ƐŵŽŬŝŶŐ ?Ɛ ďĂĚ ĨŽƌ ǇŽƵ ? ǇŽƵ ĐĂŶ ŐŝǀĞ ƵƉ ? Ƶƚ ŝĨ ǇŽƵ ĚŽŶ ?ƚ ŬŶŽǁ ǁŚĂƚ ?Ɛ ĐĂƵƐĞĚ
ƐŽŵĞƚŚŝŶŐ ?ŝƚ ?ƐǀĞƌǇ ĚŝĨĨŝĐƵůƚƚŽĚŽƉŽƐŝƚŝǀĞƐƚĞƉƐĂŶĚĨĞĞůƚŚĂƚǇŽƵ ?ǀĞĚŽŶĞƐŽŵĞƚŚŝŶŐ
ƚŽĂĐƚƵĂůůǇƉƌĞǀĞŶƚŝƚĐŽŵŝŶŐďĂĐŬ ?^Ž ?ƚŚĂƚ ?ƐǁŚǇ/ũƵƐƚŚĂǀĞƚŚŝƐŶŝŐŐůĞ ?ǇĞĂŚŝƚ ?ƐďĞĞŶ
ŚĞƌĞŽŶĐĞ ?ǁŚĂƚ ?ƐƚŽƐƚŽƉŝƚĐŽŵŝŶŐďĂĐŬ ?Ƶƚ/ĚŽďĞůŝĞǀĞƚŚĂƚƚŚĞƌĞĂƐŽŶƚŚĞǇĐŚĞĐŬ
you for this length of time is that if you go the full 10 years with no hint of it coming 
ďĂĐŬ ?ƚŚĞǇĂƌĞĐŽŶĨŝĚĞŶƚƚŚĂƚ ŝƚ ŝƐŐŽŶĞ ?^Ž ?/ŚŽƉĞƐŽĂŶǇǁĂǇ Q/ƚŚŝŶŬ ŝƚĚŽĞƐŵĂŬĞ
ǇŽƵůŽŽŬĂƚǇŽƵƌŽǀĞƌĂůůůŝĨĞƐƚǇůĞ ?ĂŶĚƚŚŝŶŬ “ǁŚĂƚƐŚŽƵůĚ/ďĞĚŽŝŶŐ ?ŝƐƚŚĞƌĞĂŶǇƚŚŝŶŐ
/ ?ŵ ŶŽƚƋƵŝƚĞŐŽŽĚĞŶŽƵŐŚĂƚ ? ? 
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Janet was in her early 50s when she was diagnosed with colorectal cancer. She had 
recently married her second husband, himself a cancer survivor. Janet has an adult 
daughter from her marriage to her first husband, who died from cancer. Janet was 
working full-time when she was diagnosed. She had surgery (a resection which did 
not require a colostomy bag), followed by chemotherapy. At the time of our 
interviews, Janet was almost six years post-treatment. She had just turned 60. Janet 
took early retirement after her cancer treatment and now likes to spend time 
gardening and with her family. She volunteers for a cancer charity, reviewing 
literature, contributing to research activities and fundraising.  
 
Who is Janet today? 
 
Janet said that, each year that passes gives her the confidence to say she has 
survived colorectal cancer and can look past that particular cancer episode to the 
future. Ongoing follow-up tests serve not as means of checking whether cancer has 
returned, but reasƐƵƌĞ ŚĞƌ ŝƚ ŝƐ Ɛƚŝůů ŐŽŶĞ ? :ĂŶĞƚ ?Ɛ ůĂƐƚ ĨŽůůŽǁ-up colonoscopy is 
scheduled for 2014, ten years post-diagnosis, and she said that is something to look 
ĨŽƌǁĂƌĚƚŽ ?dŚŝƐďĞŝŶŐƐĂŝĚ ?:ĂŶĞƚĨĞĞůƐƐŚĞŝƐ ‘ƉƌŽŶĞ ? to cancer. Indeed, she said that 
when she dies, it will be as a result of some form of cancer. There seem to be 
several possible reasons for this. Janet had a hysterectomy after pre-cancerous cells 
were found during a routine smear test and her mother and grandmother had 
cancer. As a result, Janet took part in a study exploring family history of the disease. 
She was informed that her colorectal cancer was not hereditary. However, as Janet 
ƐƚŝůůĚŽĞƐŶŽƚŬŶŽǁǁŚĂƚĐĂƵƐĞĚŚĞƌĐĂŶĐĞƌ ?ƐŚĞŚĂƐĂ ‘ŶŝŐŐůŝŶŐĨĞĂƌ ? it might come 
back, and is frustrated she cannot do anything to prevent it. 
 
:ĂŶĞƚ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P/ĚŽĨĞĞůƚŚĂƚ ?ĨŽƌƐŽŵĞƌĞĂƐŽŶ/ ?ŵƉƌŽŶĞƚŽŝƚ ?ĞĐĂƵƐĞŽĨƚŚĂƚ ?
dŚĂƚ ?Ɛ ƚǁŝĐĞ ? /Ĩ / ŐĞƚ ƐŽŵĞƚŚŝŶŐ ĞůƐĞ ? / ƚŚŝŶŬ / ?ůů ŚĂǀĞ Ă ďŝƚ ŽĨ Ă ũŽď ĨŝŐŚƚŝŶŐ ŝƚ ? ďƵƚ
nevertheless I will fight it. 
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Despite this, Janet said she worries more about what she might miss, rather than 
the possibility of recurrence itself:  ‘dŚĂƚ ?ƐǁŚĂƚǁŽƌƌŝĞƐŵĞŵŽƌĞƚŚĂŶĂŶǇƚŚŝŶŐ ?dŚĞ
ĨĂĐƚ ƚŚĂƚ /ŵŝŐŚƚŶŽƚďĞĂƌŽƵŶĚ ƚŽ ƐĞĞ ƚŚŽƐĞ ƚŚŝŶŐƐ ? ? For example, she mentioned 
that she wants to see her daughter get married and have children of her own.  
  
Cancer, alongside taking early retirement, have had a positive effect on Janet, in 
that she is now living a life where she participates in the activities she loves, and 
enjoys close relationships with her immediate family. Taking early retirement 
allowed Janet to take a step back and reflect on everything that has happened to 
her in the recent past, including the death of her first husband, the subsequent 
impact this had on her lifestyle, deaths and illness in the family and her own 
diagnosis.  
 
ĞƐƉŝƚĞ ĨĞĞůŝŶŐ  ‘ƉƌŽŶĞ ? to cancer, Janet does not let this stop her from doing the 
ƚŚŝŶŐƐ ƐŚĞ ĞŶũŽǇƐ ? ^ŚĞ ƐĞĞƐ ŽƚŚĞƌ ƉĞŽƉůĞ  ‘ĨŝŐŚƚŝŶŐ ? ĐĂŶĐĞƌ ĂŶĚ ƚŚĂƚ ŐŝǀĞƐ ŚĞr a 
 ‘ďŽŽƐƚ ? and keeps her feeling positive. Indeed, between the interviews she adopted 
two cats, which demonstrates that she is looking to the future, as she feels 
confident she will be alive to look after them. Janet is more placid than she used to 
be, anĚƚƌŝĞƐŶŽƚƚŽ ůĞƚ ƚŚŝŶŐƐƵƉƐĞƚŚĞƌ ?^ŚĞ ŝƐĂůƐŽŵŽƌĞ ƚŽůĞƌĂŶƚĂŶĚ  ‘a little bit 
ŵŽƌĞ ůĂŝĚ ďĂĐŬ ?. She said she will not do things she does not want to, instead 
focusing on things she enjoys, such as her allotment.  
 
EB (follow-up interview): I was just wondering if there was anything else that was 
particularly useful for you, to help you manage the experience? 
 
Janet: Um, not really to be honest. I try to be positive in outlook. Hence getting new 
cats... So, I mean when you take on an animal, obviously, a cĂƚŽƌĂĚŽŐ ?ǇŽƵ ?ǀĞŐŽƚƚŽ
ƚŚŝŶŬ ?ŝƚĐŽƵůĚƉŽƐƐŝďůǇůŝǀĞĨŽƌ ? ? ? ? ? ? ? ?ǇĞĂƌƐ ?ǇŽƵŬŶŽǁ ?ƐŽ/ ?ŵďĞŝŶŐƉŽƐŝƚŝǀĞŝŶƚŚĂƚ
respect. Looking past the cancer and I think I did that when I was ill.  
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WĞƌĐĞƉƚŝŽŶŽĨƚŚĞĐŽŶĐĞƉƚŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
Janet ƐĂŝĚƐŚĞ ‘ŵŽƐƚĚĞĨŝŶŝƚĞůǇ ? ŝĚĞŶƚŝĨŝĞƐǁŝƚŚƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?^ŚĞĨĞĞůƐ
 ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ŝƐ Ă ƉŽƐŝƚŝǀĞ ƚĞƌŵ ? ǁŚŝĐŚ ĐŽŶǀĞǇƐĐĂŶĐĞƌ ŝƐ ŶŽƚ ƐŝŵƉůǇ Ă  ‘death 
ǁĂƌƌĂŶƚ ? and that there is life afterwards. However, she does not endorse the term 
 ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ?ĂƐƐŚĞ ĨĞĞůƐ ŝƚ ƌĞůĂƚĞƐ ƚŽĚŝĂŐŶŽƐŝƐĂŶĚƚƌĞĂƚŵĞŶƚ ?ĂŶĚƐŚĞŚĂƐ
passed that stage: 
 
EB (follow-ƵƉ ŝŶƚĞƌǀŝĞǁ ? P ŶĚ ĂŶŽƚŚĞƌ ƚĞƌŵ ƚŚĂƚ ?Ɛ ƵƐĞĚ ŝƐ  ‘ůŝǀŝŶŐ ǁŝƚŚ ĐĂŶĐĞƌ ? ĂŶĚ /
wondered what you thought of that term, what it means to you? 
 
Janet: I tend ƚŽƚĂŬĞƚŚĂƚǀĞƌǇůŝƚĞƌĂůůǇ ?/ĚŽŶ ?ƚĨĞĞůƚŚĂƚ/ ?ŵůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ?/ ?ǀĞŐŽŶĞ
ƚŚƌŽƵŐŚƚŚĂƚĂƐĨĂƌĂƐ/ ?ŵĐŽŶĐĞƌŶĞĚ ?/ŚĂǀĞůŝǀĞĚǁŝƚŚŝƚ ?ĂŶĚ/ŵĂĚĞƚŚĞŵŽƐƚŽĨŝƚĂŶĚ
/ŚĂǀĞĐŽŵĞ ƚŚƌŽƵŐŚ ƚŚĞŽƚŚĞƌ ƐŝĚĞ ? ^ŽĂƐ ĨĂƌĂƐ / ?ŵ ĐŽŶĐĞƌŶĞĚ ? / ?ŵŶŽ ůŽŶŐĞƌ ůŝǀŝŶŐ 
with it. To me, living with cancer means that you are actually undergoing either 
treatment or diagnosis or whatever. I feel that I am passed that. 
 
Relationships, interaction and communication 
 
:ĂŶĞƚ ƐĂŝĚ ƐŚĞ ŝƐƉŽƐƐŝďůǇ  ‘Ă ůŝƚƚůĞ ŵŽƌĞ ƐĞůĨŝƐŚ ? with respect to people outside her 
ŝŵŵĞĚŝĂƚĞĨĂŵŝůǇ ?,ĞƌĨŽĐƵƐŝƐŽŶƚŚŽƐĞĐůŽƐĞƚŽŚĞƌƐŽƐŚĞŝƐ ‘more firm about what 
/ǁŝůůƚĂŬĞŽŶ ? outside the family. Janet and Lucy have always been close. They were 
ďƌŽƵŐŚƚĐůŽƐĞƌďǇƚŚĞĚĞĂƚŚŽĨ:ĂŶĞƚ ?ƐĨŝƌƐƚŚƵƐďĂŶĚ ?ǁŝƚŚ:Ănet stating that looking 
ĂĨƚĞƌŚĞƌĚĂƵŐŚƚĞƌǁĂƐǁŚĂƚ ‘ŬĞƉƚŚĞƌƐĂŶĞ ? after his death. However, they are now 
ĞǀĞŶĐůŽƐĞƌ ?ĂƐ>ƵĐǇŚĂƐďĞĞŶĂŚƵŐĞƐƵƉƉŽƌƚĚƵƌŝŶŐ:ĂŶĞƚ ?ƐĐĂŶĐĞƌĞǆƉĞƌŝĞŶĐĞ ?KǀĞƌ
the years, Janet said  ‘ǁĞ ?ǀĞƐŽƌƚŽĨŬĞƉƚĞĂĐŚŽƚŚĞƌŐŽŝŶŐ ? ?^ŚĞ ƐĂŝĚ P  ‘I think it has 
ĚĞĨŝŶŝƚĞůǇďƌŽƵŐŚƚƵƐƚŽŐĞƚŚĞƌŵŽƌĞ ? ?She also mentioned that there is  ‘ĂďŝƚŵŽƌĞ
ƚŽůĞƌĂŶĐĞŽŶďŽƚŚƐŝĚĞƐ/ƚŚŝŶŬ ? ?Janet acknowledged that now she has retired, and is 
ŶŽƚ ĚŽŝŶŐ ĞǀĞƌǇƚŚŝŶŐ Ăƚ  ‘full-ƐƉĞĞĚ ?, she has the time to listen to her daughter. 
Equally, now her daughter is older and has moved away from home their 
relationship has improved.  
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Janet did not talk at length about her relationship with her second husband, Simon, 
ŽƚŚĞƌ ƚŚĂŶ ƚŽ ƐĂǇ ƚŚĂƚ ŚĞ ŝƐ Ă  ‘ŚƵŐĞ ƐƵƉƉŽƌƚ ?, and has a greater understanding 
because he is a  ‘cancer survivor ? ŚŝŵƐĞůĨ P  ‘I do think that having gone through it 
ŚŝŵƐĞůĨ ?ŚĞůƉĞĚŚŝŵƚŽŐĞƚŵĞƚŚƌŽƵŐŚŝƚ ? ?Janet feels that him being a fourteen-year 
cancer survivor is a positive for her as it makes her feel  ‘he ĐĂŶĚŽŝƚ ?ĂŶǇďŽĚǇĐĂŶ ?.
^ŚĞ ĂůƐŽ ƐĂŝĚ  ‘ŝƚ ?Ɛ ŶŝĐĞ ƚŽ ŬŶŽǁ ƚŚĂƚ ǁĞ ŚĂǀĞ ĂŶ ŽƉƉŽƌƚƵŶŝƚǇ ƚŽ ŬĞĞƉ ŐŽŝŶŐ ŽŶ
ƚŽŐĞƚŚĞƌ ? ? 
 
Day-to-day living 
 
Janet said that one of the side effects of chemotherapy is chemo-brain ǁŚŝĐŚ ‘ŚŝƚƐ
ǇŽƵƌŵĞŵŽƌǇƐŽŵĞƚŚŝŶŐƌŽƚƚĞŶ ? ? ?ŝƚ ?ƐƌŝĚŝĐƵůŽƵƐǁŽƌĚƐƚŚĂƚ ǇŽƵĨŽƌŐĞƚ ? ? She tries to 
keep her brain active by doing crosswords, and overcomes the memory loss by 
keeping pens and pads all over the house so she can make lists. However, she 
ĂĚŵŝƚƚĞĚƚŚĂƚŝƚ ‘annoys me to distraction... I do make a joke out of it, but I do regret 
ůŽƐŝŶŐŵǇŵĞŵŽƌǇĂƐŵƵĐŚĂƐ/ŚĂǀĞĚŽŶĞ ? ? 
 
Janet described a daily habit of checking for blood every time she goes to the toilet, 
as this was a symptom of her cancer. Janet also has to watch what she eats to a 
certain exteŶƚ ?&ŽƌĞǆĂŵƉůĞ ?ĐƵƌƌŝĞƐŚĂǀĞƚŽďĞŵŝůĚĂƐŚŝŐŚůǇƐƉŝĐĞĚĨŽŽĚƐ ‘upset my 
ďŽǁĞůƐĂŶĚĚŽ ?/ĨŝŶĚ/ ?ŵƚƌŽƚƚŝŶŐ ? ? ? ?Although Janet watches what she eats, she said 
ŝƚŝƐũƵƐƚƐŽŵĞƚŚŝŶŐƚŚĂƚŝƐĂƚƚŚĞďĂĐŬŽĨŚĞƌŵŝŶĚ P ‘ǇŽƵŬŶŽǁ ?/ĚŽŶ ?ƚŚĂǀĞƚŽ ?ǁŚĞŶ
I go shopƉŝŶŐ ?/ĚŽŶ ?ƚŚĂǀĞƚŽƚŚŝŶŬ “ŽŚ/ŚĂĚŶ ?ƚďĞƚƚĞƌďƵǇƚŚĂƚ ?ǇŽƵŬŶŽǁ ?/ƚ ?ƐƐŽƌƚ
ŽĨ ƐŽ ŶŽƌŵĂů ŶŽǁ ? ? Janet also mentioned that since her operation, she has been 
good at eating her five-a-day,  ‘ǁŚŝĐŚƚĞŶĚƐƚŽďĞĂďŽƵƚƐĞǀĞŶĨŽƌŵĞŶŽǁ ?/ĞĂƚůŽƚƐ ?
I try to eat as much fresh fruit and salad-y stuff... and try to eat stuff uncooked if I 
ĐĂŶ ?ƐŽŝƚŚĂƐŵĂĚĞŵĞŵƵĐŚŵŽƌĞĂǁĂƌĞŽĨǁŚĂƚ/ĞĂƚ ? ?This could be linked to the 
reading she has done around the link between poor diet and colorectal cancer. 
Whilst she does not feel she had a poor diet when she was diagnosed, it is possible 
that managing her diet is a way of taking some control over her risk of recurrence. 
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Overall, cancer has made Janet look at her lifestyle and question,  “ǁŚĂƚƐŚŽƵůĚ/ďĞ
doing? Is there anythiŶŐ / ?ŵ ŶŽƚ ƋƵŝƚĞ ŐŽŽĚ ĞŶŽƵŐŚ Ăƚ ? ?She looks after herself 
 ‘ƉƌĞƚƚǇǁĞůů ?ĂŶĚĚĞƐĐƌŝďĞĚŚĞƌŚĞĂůƚŚƐƚĂƚƵƐĂƐ ‘good ? ? 
 
:ĂŶĞƚ  ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ? P /ƚ ?ƐĂƚ ƚŚĞďĂĐŬŽĨǇŽƵƌŵŝŶĚ ƚŚĞǁŚŽůĞ ƚŝŵĞ ? /ƚ ƐŽƵŶĚƐ ?ǇŽƵ ?ůů
excuse me if this sounds crude, whenever I go to the toilet, I have to check. I always 
ůŽŽŬ ?/ŚĂǀĞƚŽŵĂŬĞƐƵƌĞ QĂŶĚƐŽƚŚĂƚ ?ƐĂĚĂŝůǇŚĂďŝƚ ? ? ?/ƚĐŽƵůĚ ŵĞďĂĐŬ ?Ŷd I think 
ƚŚĂƚ ?ƐũƵƐƚĂŶŝŐŐůŝŶŐůŝƚƚůĞĨĞĂƌƚŚĂƚ ?ƵŶůĞƐƐǇŽƵ ?ƌĞƚŚĞƐŽƌƚ ĨƉĞƌƐŽŶǁŚŽĐĂŶŽǀĞƌĐŽŵĞ
ƚŚĂƚ ?ŝƚ ?ƐĂůǁĂǇƐŐŽŝŶŐƚŽďĞƚŚĞƌĞ ? 
 
^ƵŵŵĂƌǇŽĨ:ĂŶĞƚ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
 
dŚĞŵĂŝŶůĞŐĂĐǇŽĨĐĂŶĐĞƌĨŽƌ:ĂŶĞƚŝƐĂ ‘niggling ůŝƚƚůĞĨĞĂƌ ? that cancer could come 
back. She feels that when she passes, it will be as a result of some form of cancer. 
Whilst her episode of colorectal cancer is now almost seven years ago, she feels she 
ĐŽƵůĚĞǆƉĞƌŝĞŶĐĞĂƌĞĐƵƌƌĞŶĐĞĂƐƐŚĞŝƐ ‘ƉƌŽŶĞ ? to cancer. To manage this, she has 
adopted a healthy lifestyle, and takes part in various screening activities. This being 
said, she said the risk of recurrence does not worry her as much as thinking about 
what she would miss out on if she died. Despite this legacy, Janet does appear to 
have gained from the cancer experience. She has a closer relationship with her 
daughter and an altered sense of self and philosophy of life. Her cancer experience, 
alongside taking early retirement, means Janet tries to participate in activities she 
finds enjoyable.  
 
Janet (follow-up interview): I think, um, I see it, in a way, it was almost a wasted year. 
You know, in that everything had to go on hold while I was having the chemotherapy 
and whatever. But in a way it was almost a positive waste. In some ways it was a waste 
ďĞĐĂƵƐĞĂǇĞĂƌǁĞŶƚ ?ďƵƚŽŶƚŚĞŽƚŚĞƌŚĂŶĚ ?ŝƚ ?ƐŐŝǀĞŶŵĞƚŚ ƌĞƐƚŽĨŵǇůŝĨĞ ?ŶĚŝƚŚĂƐ
given me some of these positives. Sort of going forward from that, I think each year 
that I go past it, I feel more confident that I will keep going. 
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ŶĚǇ ?ƐƐƚŽƌǇ33 
 
ŶĚǇ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P QƵƚ/ĚŽƚŚŝŶŬŝƚǁŝůůƌĞĂƌŝƚƐŚĞĂĚĞǀĞŶƚƵĂůůǇ ?KŶĞĚĂǇ/ ?ůůǁĂŬĞ
up and that will be, you know. I reckon it will come back. Well you either die of a heart 
ĂƚƚĂĐŬŽƌĐĂŶĐĞƌĚŽŶ ?ƚǇŽƵ? So, I reckon it will come back. 
 
 
Andy was diagnosed with testicular cancer when he was in his late 20s. At the time 
of his diagnosis, he was in a serious relationship with Rachel. He had surgery to 
remove the affected testicle, and had a prosthetic testicle inserted. Post-surgery, he 
ǁĂƐ ƚŽůĚ ďǇ ŚĞĂůƚŚĐĂƌĞ ƉƌŽĨĞƐƐŝŽŶĂůƐ ƚŚĂƚ ŚĞ ǁĂƐ  ‘ĐƵƌĞĚ ?. However, he became 
depressed after treatment and engaged in self-destructive behaviour, including 
drinking heavily. He attended follow-up appointments for five years, which he 
found unsettling. However, he found discharge from follow-up an uncertain time as 
ŚŝƐ ‘ƐĞĐƵƌŝƚǇďůĂŶŬĞƚ ? was taken away. At the time of interview, Andy was in his early 
40s and fifteen years post-treatment. Married to Rachel, they have young children.  
 
Who is Andy today? 
 
ŶĚǇ ƐƵŐŐĞƐƚĞĚ ƚŚĂƚ ĐĂŶĐĞƌ ŵŝŐŚƚ ĐŚĂŶŐĞ ǇŽƵ ĨŽƌ Ă  ‘ůŝƚƚůĞ ďŝƚ ?, but then you get 
 ‘ďĂĐŬƚŽŶŽƌŵĂů ? because  ‘ǇŽƵĂƌĞǁŚŽǇŽƵĂƌĞ ? ?,ĞŵĂĚĞƌĞĨĞƌĞŶĐĞƚŽŚŝƐŵŽƚŚĞƌ ?
ǁŚŽĂůƐŽŚĂĚĐĂŶĐĞƌ ?ƐĂǇŝŶŐƚŚĂƚ ‘it did changĞŵǇŵƵŵ ?ĚŝĚŶ ?ƚŝƚ ?ƵƚƐŚĞ ?ƐƐŽƌƚŽĨ
gone back to how she was. You should say things. If you feel you need to say things, 
ƐŚĞǁŽƵůĚƐĂǇŝƚ ?ďƵƚƐŚĞĚŽĞƐŶ ?ƚŶŽǁ ? ?Therefore, it seems Andy feels people make 
changes soon after diagnosis, but these changes do not last. However, Rachel feels 
that learning to deal with the cancer diagnosis, and more importantly, the legacy of 
cancer (particularly the fear associated with recurrence) has made Andy a stronger 
person. He said he is more positive in his outlook on life; living for today. 
 
                                                        
33
 /ŶĐŽŶƚƌĂƐƚƚŽƚŚĞŽƚŚĞƌ ? ?ƉĂƌƚŝĐŝƉĂŶƚƐ ?ŶĚǇ ?ƐŝŶƚĞƌǀiew was conducted with his wife, Rachel. As it 
was a joint interview, their story is presented as an embedded case study (Yin, 2003). 
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ŶĚǇ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P/ƚŚŝŶŬŶŽǁǇŽƵ ?ǀĞƌĞĂůůǇŐŽƚƚŽůŝǀĞĨŽƌƚŽĚĂǇ/ƌĞĐŬŽŶ ?zŽƵŬŶŽǁ ?
ŝĨǇŽƵǁĂŶƚƐŽŵĞƚŚŝŶŐŽƌǁŚĂƚĞǀĞƌ ?ŚĂǀĞŝƚ ?dŚĂƚ ?ƐŚŽǁ/ůŽŽŬĂƚƚŚŝŶŐƐŶŽǁ ?/Ĩ/ǁĂŶƚ
ƐŽŵĞƚŚŝŶŐ/ ?ůůŚĂǀĞŝƚŶŽǁ ?/ǁŽŶ ?ƚǁĂŝƚĨŽƌƚŽŵŽƌƌŽw. Will I? 
 
Rachel: No. 
 
ŶĚǇ P/ƚŚŝŶŬƚŚĂƚ ?ƐƚŚĞǁĂǇǇŽƵ ?ǀĞŐŽƚƚŽůŝǀĞ ?^ŽǇĞĂŚŝƚŚĂƐĐŚĂŶŐĞĚŵǇůŝĨĞůŝŬĞƚŚĂƚ ?/
ĚŽŶ ?ƚůŝǀĞĨŽƌƚŽŵŽƌƌŽǁ ?ŶŽǁĂǇ ?/ůŝǀĞĨŽƌƚŽĚĂǇ ? 
 
However, cĂŶĐĞƌŚĂƐĂůƐŽĐŽŵƉŽƵŶĚĞĚŶĚǇ ?ƐĨĞĂƌŽĨĚĞĂƚŚĂŶĚŚĞŚĂƐĂďůĞĂŬĞƌ
view of the future. He believes he will develop cancer again and it will be his cause 
of death. 
 
WĞƌĐĞƉƚŝŽŶŽĨƚŚĞĐŽŶĐĞƉƚŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ? 
 
ŶĚǇ ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ? P/ĚŽŶ ?ƚƚŚŝŶŬ ŝƚĞǀĞƌŐŽĞƐĂǁĂǇĨŽƌĂŶǇďŽĚǇ QzŽƵũƵƐƚŚĂǀĞƚŽ ?
ǇŽƵ ůĞĂƌŶƚŽĚĞĂůǁŝƚŚ ŝƚ / ƚŚŝŶŬ ?ĞǀĞŶƚƵĂůůǇ ?ŶĚǇŽƵ ?ǀĞŐŽƚ ƚŽƚŚŝŶŬ ?  “ŽŚ'ŽĚ /ĐĂŶ ?ƚ
ŬĞĞƉƚŚŝŶŬŝŶŐĂďŽƵƚŝƚ ?ĐŽƐǁĞ ?ƌĞĂůůŐŽŝŶŐƚŽĚŝĞ/ƐƵƉƉŽƐĞ ? 
 
Rachel said that when Andy was discharged from follow-up, he had to  ‘ůŝǀĞǁŝƚŚƚŚĞ
fact that you are an ex-ƐƵĨĨĞƌĞƌ ? ?Both agreed it was the five-year point that 
signalled the start of his survival. Rachel suggested Andy was a survivor after five 
years, and that it took him that long to feel that way. However, I wonder whether 
ŶĚǇƚŚŝŶŬƐŽĨŚŝŵƐĞůĨĂƐĂ ‘ƐƵƌǀŝǀŽƌ ? ?/ƚƐĞĞŵƐŚĞŝƐ ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ? as he used 
ǁŽƌĚƐ ůŝŬĞ  ‘ďƌĞǁŝŶŐ ? ĂŶĚ  ‘ĨůŽĂƚŝŶŐ ? to describe cancer as something living within 
him. He also mentioned that  ‘ŶŽǁ  ?ŚĞĂůƚŚƉƌŽfessionals] are not going to see me, 
something could be brewing up inside. TŚĞůŽŶŐĞƌŝƚŐŽĞƐŽŶ ?/ŵĞĂŶ/ǁŽƵůĚŶ ?ƚǁĂŶƚ
ƚŽŐŽĨŽƌĂĨƵůůŵĞĚŝĐĂůŶŽǁ ?ďĞĐĂƵƐĞǇŽƵƚŚŝŶŬ “ŽŚƐŚŝƚƚŚĞǇŵŝŐŚƚĨŝŶĚƐŽŵĞƚŚŝŶŐ ? ?
 
Andy (first interview): ...a little pin head floating around in your body all the time and 
ƚŚĞŶ ŝƚ ũƵƐƚ ƐƚŽƉƐ ƐŽŵĞǁŚĞƌĞĂŶĚ ŝƚŵŝŐŚƚ Ɛŝƚ ƚŚĞƌĞ ĨŽƌĂ ůŝƚƚůĞǁŚŝůĞĂŶĚƚŚĞ ?ƚŚĂƚ ?Ɛ
ŚŽǁŝƚŐĞƚƐǇŽƵ/ƌĞĐŬŽŶ ? ? 
 
  
235 
 
Relationships, interaction and communication 
 
Andy and Rachel acknowledged that they have always haĚĂ ‘ǀŽůĂƚŝůĞ ? relationship, 
but they are still together and Rachel thinks they are stronger today as a result of 
ŽǀĞƌĐŽŵŝŶŐƚŚĞĚŝĨĨŝĐƵůƚŝĞƐĂƐƐŽĐŝĂƚĞĚǁŝƚŚŶĚǇ ?ƐĐĂŶĐĞƌĚŝĂŐŶŽƐŝƐ ?ĂŶĚƐƵďƐĞƋƵĞŶƚ
destructive behaviour. ZĂĐŚĞů ƐĂŝĚ P  ‘/ ƚŚŝŶŬ ŝƚ ?Ɛ ŵĂĚĞ ƵƐstronger now, but going 
ƚŚƌŽƵŐŚ ŝƚ Ăƚ ƚŚĞ ƚŝŵĞ ǁĂƐ ǀĞƌǇ ĚŝĨĨŝĐƵůƚ ? ? ĂŶĐĞƌ ĚŽĞƐ ŶŽƚ ĂĨĨĞĐƚ ŶĚǇ ?Ɛ ƐĞǆƵĂů
functioning today. His libido and fertility were not affected, as they went on to have 
children, the first towards the end of the transition phase of survivorship.  
 
KŶĞŝƐƐƵĞŶĚǇĂŶĚZĂĐŚĞůƌĂŝƐĞĚǁĂƐƚŚĂƚŶĚǇ ?ƐƉƌŽƐƚŚĞƚŝĐƚĞƐƚŝĐůĞĚŽĞƐŶŽƚŚĂǀĞ
the same reactions as his other testicle, and hangs differently. It seems the 
prosthetic testicle was more of an issue closer to treatment, as Rachel said  ‘Ǉou 
ŽďǀŝŽƵƐůǇŚĂĚĂĐŽŵƉůĞǆĂƚƚŚĂƚƚŝŵĞ ? to which Andy replied  ‘ďƵƚŝƚ ?ƐƉƌĞƚƚǇŽďǀŝŽƵƐ
ŝƐŶ ?ƚŝƚ ? ?,ŽǁĞǀĞƌ ?ŶĚǇƐĂŝĚŚĞǁĂƐ ‘ŶŽƚďŽƚŚĞƌĞĚ ?about losing a testicle, going on 
ƚŽƐĂǇ ‘ŝƚŽďǀŝŽƵƐůǇĚŝĚŶ ?ƚŵĂŬĞĂŶǇĚŝĨĨĞƌĞŶĐĞĂƐǁĞ ?ǀĞŚĂĚŬŝĚƐ ?. I asked him if he 
ever worried about his virility. He replied, that, closer to diagnosis it worried him 
 ‘ŵĂƐƐŝǀĞůǇ ? dŚĂƚ ǁĂƐ Ă ƌĞĂů ƉƌŽďůĞŵ ? Ƶƚ ŝƚ ?Ɛ ŶĞǀĞƌ ĂĨĨĞĐƚĞĚ ŵĞ ? / ŵĞĂŶ ŝƚ ǁĂƐ
ƉĂŝŶĨƵů ? ƐŽ ƚŚĂƚ ǁŽƵůĚ ƐƚŽƉ ǇŽƵ  ?ŚĂǀŝŶŐ ƐĞǆ ? Ăƚ ƚŝŵĞƐ ?ďƵƚ ? ŝŶ ƚŚĂƚ ƌĞƐƉĞĐƚ ? ŝƚ Ɛƚŝůů
woƌŬĞĚĂŶĚĂƐůŽŶŐĂƐŝƚǁŽƌŬĞĚ ?ƚŚĂƚǁĂƐŐŽŽĚĞŶŽƵŐŚĨŽƌŵĞ ? ? He said he would 
not have been happy to lose both testicles. Keeping one testicle, and having 
children, has enabled Andy to retain his masculine identity.  
 
It was clear that Andy does not feel Rachel fully understands what he has been 
through because she has not had cancer herself: 
 
ZĂĐŚĞů P QŶĚůŝǀŝŶŐǁŝƚŚƐŽŵĞŽŶĞǁŚŽŝƐŐŽŝŶŐƚŚƌŽƵŐŚƚŚĂƚŝƐĚŝĨĨŝĐƵůƚ ?ĐŽƐǇŽƵ ?ǀĞƐƚŝůů
ŐŽƚǇŽƵƌŽǁŶůŝĨĞƚŽůĞĂĚĂƐǁĞůů ?ǇŽƵ ?ƌĞĂůƐŽƚƌǇŝŶŐƚŽů ŽŬĂĨƚĞƌƚŚĞƉĞƌƐon, who you 
ŬŶŽǁŝƐŽŬ ?ďƵƚƚŚĞǇĚŽŶ ?ƚŬŶŽǁƚŚĞǇ ?ƌĞŽŬ ? 
 
Andy: But you say that, put yourself in their shoes. 
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ZĂĐŚĞů PďƐŽůƵƚĞůǇ ?zĞĂŚ ?ďƵƚ/ ?ŵƚĂůŬŝŶŐĨƌŽŵĂƐƉŽƵƐĞ ?ƐƉŽŝŶƚ ŽĨǀŝĞǁ ? 
             ----- 
ZĂĐŚĞů PzŽƵĂůǁĂǇƐƐĂŝĚƚŚĂƚƚŽŵĞ ? “zŽƵĚŽŶ ?ƚŬŶŽǁǁŚĂƚŝƚ ?ƐůŝŬĞ ?
 
ŶĚǇ PtĞůůǇŽƵĚŽŶ ?ƚƵŶƚŝů Q 
 
ZĂĐŚĞů PEŽ/ĚŽŶ ?ƚ ?ĂŐĂŝŶ ?ƚŚĂƚ ?ƐŚŽǁǇŽƵĨĞůƚŝƐŶ ?ƚŝƚ ? 
 
ŶĚǇ PŶĚ / ƚŚŽƵŐŚƚ ŝƚǁĂƐŶ ?ƚ ĨĂŝƌ ? /ǁĂƐƋƵŝƚĞĂŶŐƌǇĂďŽƵƚ ŝƚ ƚŽďĞ ŚŽŶĞƐƚ ?ĐŽƐ / ĨĞůƚ
ĂůƌŝŐŚƚĂŶĚ/ƚŚŽƵŐŚƚ “ƚŚŝƐŚĂƐƌĞĂůůǇƉŝƐƐĞĚŵĞŽĨĨ ? ?zĞĂŚƐŽ/ got quite angry about it, 
but it would, well, I think it would make most people angry. Especially if, I was only 
ĂďŽƵƚ ? ? ?/ƚŚŽƵŐŚƚƚŚŝƐĐĂŶ ?ƚďĞƌŝŐŚƚ ?ƐƵƌĞůǇ ? 
 
Day-to-day living 
 
ĂŶĐĞƌ ĚŽĞƐ ŶŽƚ ŝŵƉĂĐƚ ŶĚǇ ?Ɛ ĚĂŝůǇ ůŝĨĞ ? ĂŶĚ ŚŝƐ ĂďŝůŝƚǇ ƚŽ ĐĂƌƌǇ ŽƵƚ ĂĐtivities. 
However, he mentioned that he worries if he becomes ill:  ‘ǀĞŶŶŽǁ ? ŝĨ / ƚŚŝŶŬ ? ŝĨ
ƚŚĞƌĞ ?ƐƐŽŵĞƚŚŝŶŐǁƌŽŶŐǁŝƚŚŵĞ ?/ƚŚŝŶŬ “/ ?ǀĞŐŽƚŝƚ ? ?ǀĞŶŶŽǁ ? ?Andy recently had 
an ear infection and one of his glands was swollen:  ‘ĂŶĚ/ƚŚŽƵŐŚƚ “ŽŚƚŚĂƚ ?Ɛone of 
ƚŚĞŵƚŚŝŶŐƐŝŶǇŽƵƌŶĞĐŬ ? ?tŚĂƚŝƐŝƚ ?>ǇŵƉŚŶŽĚĞƐ ?ŽƐƚŚĞǇƵƐĞĚƚŽĐŚĞĐŬĂůůƌŽƵŶĚ
ƚŚĞƌĞĂŶĚƚŚĂƚ ?ĂŶĚŝĨ/ĨŝŶĚĂůƵŵƉ ?ƚŚĂƚ ?Ɛŝƚ ? ? This seems to be a historical concern 
from his follow-up appointments, which were a source of anxiety.  
 
Andy is a deviant case in the sense that he followed a self-destructive path post-
treatment, which is in contrast to the other narratives in this study. He was 
depressed and drank heavily. He thought that if he was going to die, he may as well 
die happy, so he woulĚ ŐŽ ŽƵƚ ŽŶ  ‘ďĞŶĚĞƌƐ ?. However, within the past couple of 
years, he has stopped drinking and takes a healthier, more positive approach to life. 
This was perhaps triggered by an event external to his cancer experience
34
, rather 
                                                        
34
 Not shared here to maintain confidentiality  
  
237 
 
than cancer per se. Therefore, it may have taken an event unconnected to cancer to 
stop the destructive behaviour that worsened after his diagnosis.  
 
^ƵŵŵĂƌǇŽĨŶĚǇ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
 
Fifteen years post-treatment, cancer has lĞĨƚ ŝƚƐ ůĞŐĂĐǇ ŽŶ ŶĚǇ ?Ɛ ůŝĨĞ ?Testicular 
ĐĂŶĐĞƌĚŽĞƐŶŽƚĂĨĨĞĐƚŶĚǇ ?ƐĚĂŝůǇĨƵŶĐƚŝŽŶŝŶŐ ?,ŽǁĞǀ ƌ ?ŚĞĨĞĞůƐŚĞǁŝůůĚĞǀĞůŽƉ
cancer again, and that it will probably be the cause of his death. This is due to 
ŶĚǇ ?ƐƉĞƌĐĞƉƚŝŽŶƚŚĂƚŶŽŽŶĞŝŶŚŝƐĨĂŵŝůǇĚŝĞƐfrom anything else and that cancer 
ĐĞůůƐĂƌĞƉŽƚĞŶƚŝĂůůǇ  ‘ďƌĞǁŝŶŐ ? ǁŝƚŚŝŶŚŝŵ ? ‘ĨůŽĂƚŝŶŐ ? around looking for somewhere 
to settle and grow. Over time, Andy has learnt to live with these feelings but when 
he is ill, he worries about recurrence, which exacerbates his fear of death and dying. 
As such, uncertainty and anxiety about the future underpin his narrative. 
 
Summary and next steps 
 
This chapter has presented a series of case studies to give the reader an insight into 
experiences of long-term survivorship across a range of cancer-types. I have 
ĚĞƐĐƌŝďĞĚ ŚŽǁ ĐĂŶĐĞƌ ŚĂƐ ĂĨĨĞĐƚĞĚ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ƐĞŶƐĞ ŽĨ ƐĞůĨ ĂŶĚ ŽƵƚůŽŽŬ ŽŶ ůŝĨĞ ?
the impact of cancer on daily living and relationships and how participants perceive 
ƚŚĞ ĐŽŶĐĞƉƚ ŽĨ  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ĂŶĚ ďĞŝŶŐ Ă  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ? Ɛ ƚŚĞƐĞ  ‘ƌĞƐƚŽƌŝĞĚ ?
accounts have demonstrated, there are similarities and differences across the 
stories told. These will be explored further in the cross-case analysis presented in 
Chapter 9. The next chapter presents a thematic ĂŶĂůǇƐŝƐŽĨƚŚĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ?
interviews, exploring their perceptions of who the person diagnosed with cancer is 
ƚŽĚĂǇĂŶĚǁŚĂƚŝŵƉĂĐƚ ?ŝĨĂŶǇ ?ƚŚĞǇĨĞĞůĐĂŶĐĞƌŚĂƐŚĂĚŽŶƚŚĞŝƌůŽǀĞĚŽŶĞ ?ƐƐĞŶƐĞ
of self and relationships with those close to them. 
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ŚĂƉƚĞƌ ? ?dŚĞŵĂƚŝĐĂŶĂůǇƐŝƐŽĨ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ?ĂĐĐŽƵŶƚƐŽĨůŽŶŐ-
term cancer survivorship 
 
Introduction 
 
As mentioned in the Methods chapter (Chapter 5), I had envisaged conducting 
separate interviews with individuals living long-term after a cancer diagnosis and 
ƚŚĞŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ?and then analysing the stories dyadically, exploring 
consensus and contradiction in the accounts presented. However, this posed a 
series of ethical dilemmas, particularly regarding anonymity and confidentiality. As 
a result, I decided to conduct ĂƐĞƉĂƌĂƚĞƚŚĞŵĂƚŝĐĂŶĂůǇƐŝƐŽĨƚŚĞ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ?
data collected through seven individual interviews and one joint interview. I was 
ƉĂƌƚŝĐƵůĂƌůǇ ŝŶƚĞƌĞƐƚĞĚ ŝŶ ĞǆƉůŽƌŝŶŐ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ? ƉĞƌĐĞƉƚŝŽŶƐ ŽĨ ǁŚŽ ƚŚĞ
person diagnosed with cancer is today and what impact, if any, they feel cancer has 
ŚĂĚŽŶƚŚĞŝƌ ůŽǀĞĚŽŶĞ ?ƐƐĞŶƐĞŽĨƐĞůĨĂŶĚƌĞůĂƚŝŽŶƐŚŝƉƐǁŝƚŚƚŚŽƐĞĐůŽƐĞƚŽƚŚĞŵ ?
<ĞǇ ƚŚĞŵĞƐ ƚŚĂƚ ĞŵĞƌŐĞĚ ĨƌŽŵ ƚŚĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌ ? ĂĐĐŽƵŶƚƐ, which will be 
discussed in this chapter include: perception of the cause of cancer; physical 
functioning and health; ŚŽǁ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ƉĞƌĐĞŝǀĞƚŚĞƉĞƌƐŽŶĚŝĂŐŶŽƐĞĚǁŝƚŚ
cancer today; impact of cancer on relationships and communication; and the future.  
 
Perception of the cause of cancer 
 
^ŽŵĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ƚŽƵĐŚĞĚŽŶǁŚĞƚŚĞƌƚŚĞǇĨĞůƚƚŚĞƉĞƌƐŽŶĚŝĂŐŶŽƐĞĚǁŝƚŚ
cancer had thought about the cause of their disease. Responses varied, with some 
suggesting that the person diagnosed had questioned why they had been 
diagnosed. For example, Sheila mentioned that, today, when her husband is feeling 
ůŽǁ ?ŚĞƋƵĞƐƚŝŽŶƐ  ‘ǁŚǇŵĞ ? ? P ‘dŚĂƚ ŝƐŽĨƚĞŶĂ ƚŚŝŶŐ ƚŚĂƚǁŝůů ĐŽŵĞŽƵƚ ŝĨŚĞ ?ƐǀĞƌǇ
ůŽǁ ?zŽƵŬŶŽǁ ?  “ǁŚĂƚŚĂǀĞ /ĚŽŶĞ ƚŽĚĞƐĞƌǀĞ ƚŚŝƐ ? ? ?  Others felt their loved ones 
had accepted the diagnosis, either because cancer was perceived as a common 
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disease or just something that happened to people, but had not established a 
reason as to why they had been diagnosed. Peter felt strongly that his wife spent 
time trying to work out why she was diagnosed with cancer. He said  ‘ǁĞĂƌĞƐƚƌŽŶŐ
ŽŶĐĂƵƐĞĂŶĚĞĨĨĞĐƚĂƌĞŶ ?ƚǁĞĂƐŚƵŵĂŶďĞŝŶŐƐ ? ? However, he acknowledged that it 
is difficult to find a cause for cancer. He believes  ‘ƚŚŝƐǁŽƌůĚŝƐĨůĂǁĞĚĂŶĚŝƐũƵƐƚĨƵůů
of bad stuff as well as brilliant stuff and tŚĞƌĂŝŶĨĂůůƐŽŶƚŚĞũƵƐƚĂŶĚƚŚĞƵŶũƵƐƚ ?  W for 
him, it was a case of, sometimes, bad things happen to good people. Penny talked 
candidly about her perception of cancer:  ‘ƚŚĞǁŽƌĚĐĂŶĐĞƌŝƐƚŚĂƚǁŽƌĚƚŚĂƚƐŽƌƚŽĨ
just grows in your mind, and you think that ƚŚĞƌĞ ŝƐ ŶŽ ƐƵƌǀŝǀĂů ĨƌŽŵ ĐĂŶĐĞƌ ? ? 
Interestingly, whilst Penny did not think that her friend spent much time thinking 
about why she developed cancer, Penny did:  ‘/ǁĂƐƚŚĞŽŶĞƚŚĂƚƋƵĞƐƚŝŽŶĞĚŝƚ ?ĂŶĚ/
ǀŽŝĐĞĚŵǇŽƉŝŶŝŽŶĂƐƚŽǁŚǇ ? ?They speculated together about whether her friend 
drank too much when she was younger or the fact that she used to smoke could be 
the cause. They also discussed the possibility of a hereditary link, but dismissed this. 
Penny concluded:  ‘ǁĞƚĂůŬĞĚĂďŽƵƚŝƚďƵƚŶŽƚŚŝŶŐ ?ŶŽƚŚŝŶŐƚŚĂƚƐŚĞĨůƚƐŚĞ ?ĚĚŽŶĞ ? ? ?
/ƚŚŝŶŬƚŚĂƚƐŚĞŚĂĚŝƚĂŶĚƚŚĂƚǁĂƐŝƚ ? ?
 
Geoff talked about how common cancer seems to be today. He said  ‘ƐŽŵĞƚŚŝŶŐƚŚĂƚ
ǁĂƐ ŝŶ ƋƵŽƚĞ  “ŚĞůƉĨƵů ? ? ǁĂƐ ƚŚĂƚ ǁŚĞŶ ŚŝƐ ǁŝĨĞ ǁĂƐ ĚŝĂŐŶŽƐĞĚ ? ƐŽĐŝĞƚǇ ǁĂƐ
beginning to realise that breast ĐĂŶĐĞƌǁĂƐ ‘fairly common, that most women were 
going to be touched in that way. ?,ĞƐĂŝĚƚŚĂƚŚŝƐǁŝĨĞǁĂƐĂůƐŽĚŝĂŐŶŽƐĞĚĂƚĂƚŝŵĞ
when people were beginning to talk more about cancer, so alongside a question of 
 ‘why me ? ?ƚŚĞƌĞǁĂƐĂůƐŽĂƐĞŶƐĞŽĨ ‘well this is something that most women will go 
through ? ?
 
&Ğǁ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ƚŽƵĐŚĞĚ ŽŶ ƐƉĞĐŝĨŝĐ ƌĞĂƐŽŶƐĨŽƌ ƚŚĞ ĐĂŶĐĞƌ ĚŝĂŐŶŽƐŝƐ ? dŚĞ
majority felt the cause was still unknown. However, potential causes mooted 
included previous trauma to the site of the cancer, and lifestyle factors such as 
additives and preservatives in food, alcohol and smoking. Amy said her mother 
thought her cancer was hereditary, and was quite accepting of the fact: 
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ŵǇ PŽǇŽƵŬŶŽǁǁŚĂƚ ?/ƚ ?ƐĨƵŶŶǇŝƐŶ ?ƚŝƚ ?zŽƵƉƌĞƐƵŵĞďĞĐĂƵƐĞEĂŶŚĂĚŝƚ ? “ŽŚǁĞůů ?
ƚŚĂƚ ?ƐƚŚĞƌĞĂƐŽŶǁŚǇ ? ?ŝƚ ?ƐŚĞƌĞĚŝƚĂƌǇƐŽƌƚŽĨƚŚŝŶŐ ?Žƌŝƚ ?ƐƐŽŵĞƚŚŝŶŐ ?EĂŶ ?ƐŚĂĚ ?ŶŽǁ
/ ?ǀĞŐŽƚŝƚĂŶĚƚŚĞŶƐŚĞ ?ƐƐŽƌƚŽĨƐĂǇŝŶŐƚŽŵĞ “ǇŽƵ ?ǀĞŐŽƚƚŽďĞĐĂƌĞĨƵůŶŽǁ ?ǇŽƵ ?ǀĞŐŽƚ
ƚŽďĞĐĂƌĞĨƵů ?ǇŽƵ ?ƌĞŐŽŝŶŐƚŽŚĂǀĞƚŽŵĂŬĞƐƵƌĞǇŽƵĐŚĞĐŬǇŽƵƌƐĞůĨ ?ƐŽ/ƚŚŝŶŬƐŚĞǁĂƐ
ĂĐĐĞƉƚŝŶŐŽĨŝƚ ?/ƐƵƉƉŽƐĞƐŚĞĚŝĚŚĂǀĞƚŝŵĞƐ “ǁŚǇŵĞ ? ? “tŚǇĚŝĚ/ŐĞƚƚŚŝƐ ? ?/ ?ŵƐƵƌĞ
she did have times like that but I think she was probably quite accepting of it. To a 
ĐĞƌƚĂŝŶĚĞŐƌĞĞ ?ůŝŬĞ ? “ǁĞůů ?EĂŶŚĂĚŝƚ ?/ ?ǀĞŐŽƚŝƚ ?ŶĚ ŚĂƚ ?Ɛŝƚ ? ? 
 
Physical functioning and health 
 
^ŽŵĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ƚĂůŬĞĚ ĂďŽƵƚ ƚŚĞ ŝŵƉĂĐƚ ŽĨ ĐĂŶĐĞƌ ĂŶĚ ŝƚƐ ƚƌĞĂƚŵĞŶƚ ŽŶ
their ůŽǀĞĚ ŽŶĞƐ ? physical functioning. The consequences of cancer treatment 
impacted on their ability to engage in activities they had participated in prior to 
cancer. For example, some could not, or found it difficult to, carry on with certain 
hobbies or travel abroad. For example, George saiĚ  ‘in a practical sense [his wife] 
still suffers from some of the side effects of the chemotherapy. One of her hobbies is 
quilting. She finds threading needles sometimes difficult. That sort of thing. 
^ĞŶƐĂƚŝŽŶŝŶƚŚĞĨŝŶŐĞƌƐ ? ? 
 
According to Sheila, travelling abroad has been affected by complications 
experienced by her husband post-treatment. She described how her husband does 
not like to be too far from his local hospital, which she said was ŚŝƐ ‘ƐĂĨĞƚǇŶĞƚ ?. As a 
result, they rarely travel abroad. This is clearly a frustration for her: 
 
^ŚĞŝůĂ P / ŚĂǀĞ ŐŽƚ ĂŶŐƌǇ ŽŶ ŽĐĐĂƐŝŽŶ ĂŶĚ ƐŽƌƚ ŽĨ ƐĂŝĚ ?  “ŽŚǁŚǇ ĚŽŶ ?ƚ ǁĞ ŐŽ  ?ĂďƌŽĂĚ ?
ǁŚĞƌĞǁĞǁĞŶƚƚŽďĞĨŽƌĞ ?ďƵƚ/ĐĂŶƐĞĞŚĞ ?ƐƐŽƌƚŽĨĨƌŝŐŚƚĞŶĞĚŽĨďĞŝŶŐĂǁĂǇĨƌŽŵŚŝƐ
safety net i.e. the hospital, if ever he needed to go, within a couple of days. I mean, I do 
know hospitals where we used to go, because we went there for years but he is a bit 
ŵŽƌĞ Q 
 
EB: Maybe a sense of continuity? Here they know him.  
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^ŚĞŝůĂ PzĞƐƚŚĂƚ ?ƐƌŝŐŚƚĂŶĚĞǀĞŶŝĨǁĞǁĞƌĞƚŽŵŽǀĞ ?ŚĞ ?ĚǁĂŶƚƚŽƐtay in this area cos 
ŽĨĂůůƚŚĞŚŽƐƉŝƚĂůƐĂŶĚƉĞŽƉůĞŚĞ ?ƐŐŽƚƚŽŬŶŽǁ ? 
 
 ‘^ŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ĂůƐŽĚŝƐĐƵƐƐĞĚŚŽǁƚŚĞŽǀĞƌĂůůŚĞĂƚŚĂŶĚŵŽďŝůŝƚǇŽĨƚŚŽƐĞƚŚĂƚ
had been diagnosed had deteriorated over time. Sheila feels her husband has aged, 
and his mobility has been affected by complications post-treatment: 
 
^ŚĞŝůĂ PtĞůůŚĞ ?ƐĚĞĨŝŶŝƚĞůǇĐŚĂŶŐĞĚŝŶƚŚĞĨĂĐƚƚŚĂƚŚĞ ?ƐŶŽƚĂƐŚĞĂůƚŚǇĂƐŚĞǁĂƐďĞĨŽƌĞ
ĂŶĚŚĞĐĂŶ ?ƚĚŽĂƐŵƵĐŚ ?/ŵĞĂŶ ?/ ?ǀĞŶŽƚŝĐĞĚƚŚĂƚŵŽƌĞĂŶĚŵŽƌĞ ?,Ğ ?ƐŚĂǀŝŶŐƚƌŽƵďůĞ
coming up the stairs, he caŶ ?ƚ ǁĂůŬ ǁŝƚŚ ŵĞ ǀĞƌǇ ĨĂƌ ŶŽǁ ? ǁĞ ƵƐĞĚ ƚŽ ŐŽ ƌĞĂůůǇ ůŽŶŐ
ǁĂůŬƐĨŽƌĂŶŚŽƵƌ ?ǁĞůůŚĞ ?ůůũƵƐƚďĞŐŽŶĞƉƌŽďĂďůǇĂďŽƵƚ ? ?ŵŝŶƵƚĞƐũƵƐƚĂĐƌŽƐƐƚŚĞĨŝĞůĚ
ĂŶĚďĂĐŬĂŶĚƚŚĞŶŝĨǇŽƵƐĞĞŚŝŵǁŚĞŶŚĞĐŽŵĞƐďĂĐŬŚĞ ?ůůƉƌŽďĂďůǇŚĂǀĞƚŽƐŝƚĚŽǁŶ
ďĞĐĂƵƐĞŚĞ ?ůůďĞ ?ŚƵĨĨƐ ? ǇŽƵŬŶŽǁ ? ? ? ?^ŽǇĞƐ ?ŝƚ ?ǇĞĂŚŚĞ ?ƐďĞĐŽŵĞĂůŽƚŽůĚĞƌ ?ƐŽŵĞƚŝŵĞƐ
he does look like an old man.  
 
Sheila said her husband seems to have more problems at night and gets very 
restless:  ‘Ăƚ ŶŝŐŚƚ ŝƚ ?Ɛ ǁŽƌƐĞ ? / ƚŚŝŶŬ ƚŚĞ ďŽĚǇ ŵƵƐƚ ? ĐŽƐ ŚĞ ?Ɖ ƌŚĂƉƐ ŶŽƚ ŵŽǀŝŶŐ
ĂƌŽƵŶĚ ? ? ? ? As the following quote shows, Sheila is clearly worried about how much 
longer the side effects of treatment will continue, and the impact they have on her 
ŚƵƐďĂŶĚ P  ‘/ ĚŽ ĨĞĂƌ ƚŚĞƌĞ ?Ɛ ŽŶůǇ ƐŽ ůŽŶŐ  ?he] can carry on. He does look very grey 
sometimĞƐ ?ĂŶĚǇŽƵŬŶŽǁ ?ǇŽƵĨĞĞůƚŚĂƚ ?ǇŽƵĐĂŶĨŝŐŚƚĨŽƌƐ ůŽŶŐ ? ? 
 
Peter described a  ‘ůŽƐƐŽĨĐŽŶĨŝĚĞŶĐĞĂďŽƵƚŚĞĂůƚŚ ?, and that they  ‘ǁŽƌŬŚĂƌĚ ?ƵƐĞĂůů
ƐŽƌƚƐŽĨƉƌĞǀĞŶƚĂƚŝǀĞƚŚŝŶŐƐ ? to stop his wife getting ill. That loss of confidence about 
health relates to the whole family, as both his wife and he are now worried about 
whether their daughter is more likely to develop cancer in the future.  
 
Geoff talked about the implications of getting older, and how important it is to try 
ƚŽ ƐƚĂǇ ŚĞĂůƚŚǇ ? ,Ğ ƐĂŝĚ  ‘as you get older anyway, you realise that your body 
ƐƵĐĐƵŵďƐƚŽĂůůƐŽƌƚƐŽĨƚŚŝŶŐƐƚŚĂƚŶĞǀĞƌďŽƚŚĞƌĞĚǇŽƵďĞĨŽƌĞ ? ?He went on to say 
ƚŚĂƚ ? ‘ǁŚŝůƐƚǁĞƐƵƌǀŝǀĞĚŽŶĞƚŚŝŶŐ ?ǁĞĚŽŶ ?ƚŚĂǀĞŶŝŶĞůŝǀĞƐĂƐŝƚǁĞƌĞ ?ŶĚǁĞ ?ƌĞŶŽ
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ǇŽƵŶŐĞƌ ? ?He also mentioned that, as he and his wife have both gotten older, cancer 
ŝƐĂƉŽƐƐŝďŝůŝƚǇĨŽƌďŽƚŚŽĨƚŚĞŵ P ‘/ĐĞƌƚĂŝŶůǇĨĞĞůƚŚĂƚ ?ŝƚŽĐĐƵƌƌĞĚƚŽŵĞ ?ŝƚ ?ƐŶŽƚũƵƐƚ
 ?ŚŝƐǁŝĨĞ ? ?ŶĚŽĨĐŽƵƌƐĞƐŚĞ ?ƐĞƋƵĂůůǇĐŽŶĐĞƌŶĞĚ ? ?Geoff said that, as a result, they 
visit the doctor more quickly if they are concerned about their health, and try to 
look after themselves. However, in this respect, he said that now his wife has 
ƌĞƚŝƌĞĚ ?ƐŚĞ ŝƐ ůĞƐƐĂĐƚŝǀĞ P  ‘ŶĚ / ƐƵƉƉŽƐĞǁŚĞŶǇŽƵ ?ƌĞǇŽƵŶŐĞƌ ?ǇŽƵĚŽŶ ?ƚ ĨĞĞůǇŽƵ
need [exercise] so much whereas now, also the ease with which you put on weight 
ĂŶĚƐŽŽŶ ?ŝƚ ?ƐĂůůǁƌĂƉƉĞĚƵƉŝŶƚŚĂƚŬŝŶĚŽĨƚŚŝŶŐ ?dŚĞƵůƚŝŵĂƚĞƚŚŝŶŐŝƐƚŽĨĞĞůƚŚĂƚ
ǇŽƵ ?ƌĞŶŽƚůĞƚƚŝŶŐǇŽƵƌƐĞůĨŐŽ ? ? ? ?
 
,Žǁ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ƉĞƌĐĞŝǀĞƚŚĞƉĞƌƐŽŶĚŝĂŐŶŽƐĞĚǁŝƚŚĐĂŶĐĞƌƚŽĚĂǇ 
 
In the intervŝĞǁƐ ? ǁĞ ĞǆƉůŽƌĞĚ ŚŽǁ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ƉĞƌĐĞŝǀĞƚŚĞŝƌ ůŽǀĞĚ ŽŶĞƐ
today, in terms of who they are as a person, their outlook on life and their priorities. 
^ŽŵĞĨĞůƚƚŚĂƚĐĂŶĐĞƌŚĂĚŚĂĚĂƉƌŽĨŽƵŶĚĞĨĨĞĐƚŽŶƚŚĞŝƌůŽǀĞĚŽŶĞ ?ƐŝĚĞŶƚŝƚǇ ?ďŽƚŚ
positive, in terms of feeling stronger as a person, but also negative, for example 
ǁŝƚŚƌĞƐƉĞĐƚƚŽƚŚĞŝŵƉĂĐƚŽĨĐĂŶĐĞƌŽŶŽŶĞ ?ƐďŽĚǇŝŵĂŐĞĂŶĚĨĂŝƚŚ ?KƚŚĞƌƐƐĂŝĚƚŚĂƚ
cancer had reinforced an existing positive outlook on life or resulted in changed 
priorities. Some of those diagnosed had become involved in charity work or 
ǀŽůƵŶƚĞĞƌŝŶŐ ? ‘^ŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ĨĞůƚƚŚŝƐƉƌŽǀŝĚĞĚƚŚŽƐĞĚŝĂŐŶŽƐĞĚǁŝƚŚĂĚŝĨĨĞƌĞŶƚ
focus in their life, which had both positive and negative implications for their wider 
circle of family and friendƐ ? /Ŷ ƚĞƌŵƐ ŽĨ Ă ŵŽƌĞ ŶĞŐĂƚŝǀĞ ŽƵƚůŽŽŬ ? ŽŶĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌ ? ĚŝƐĐƵƐƐĞĚ ŚŽǁ ƉůĂŶŶŝŶŐ ĂŚĞĂĚ ŶŽǁ ƐƵĨĨĞƌƐ ĂƐ Ă ĚŝƌĞĐƚ ƌĞƐƵůƚ ŽĨ ƚŚĞ ĐĂŶĐĞƌ
diagnosis.  
 
Rachel felt that learning to deal with a cancer diagnosis, and more importantly, the 
legacy of cancer (particularly fear of recurrence) has made her husband a stronger 
person. Penny described how her friend has always been a strong person with an 
 ‘ŝŶĐƌĞĚŝďůǇƉŽƐŝƚŝǀĞŽƵƚůŽŽŬŽŶůŝĨĞ ? ?Ă ‘ƌĞĂůũŽǇŽĨůŝǀŝŶŐ ?and a sense of humour, but 
cancer had perhaps madĞŚĞƌĂůŝƚƚůĞŵŽƌĞ ‘ƌĞĂůŝƐƚŝĐ ?: 
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WĞŶŶǇ P / ƚŚŝŶŬ ? ? ? ƐŚĞ ?Ɛ ĂůǁĂǇƐ ďĞĞŶ Ă ƐƚƌŽŶŐ ƉĞƌƐŽŶ ? / ?ǀĞĂůǁĂǇƐ ƉĞƌĐĞŝǀĞĚ ŚĞƌ ĂƐ Ă
strong person.  And I think that when there was a challenge over positive thinking, 
ǁŚĂƚŚĂƉƉĞŶƐŝĨƚŚĂƚ ?ƐŶŽƚĞŶŽƵŐŚ ?ƚŚĂƚĂĐƚƵĂůůǇƌĞĂůůy rocked me because I did think 
ƚŚĂƚƐŚĞ ?ƐƚŚĞŽŶĞǁŚŽǁĂƐĂůǁĂǇƐƉŽƐŝƚŝǀĞƚŚŝŶŬŝŶŐ ?ǁĞĐĂŶĚŽƚŚŝƐĂŶĚĞǀĞƌǇƚŚŝŶŐ ?Ɛ
doable, well find a way round, and I thought that she was wobbling.  But, you know, 
ƐŚĞ ?Ɛ ŶŽǁ ? ƐŚĞ ?Ɛ ďĂĐŬ ƚŽ ĂƐ ƐŚĞ ǁĂƐ ďĞĨŽƌĞ ? Ɛƚŝůů ƐƚƌŽŶg, still positive but perhaps a 
little more realistic. 
 
'ĞŽĨĨĚĞƐĐƌŝďĞĚĂ ‘ƐƚĞĞůŝŶĞƐƐ ? that his wife demonstrated that he was not aware of; 
he saw a new side to her personality: 
 
Geoff: Um, the thing that came out with this anger and things was the steeliness 
ǁŚŝĐŚǁĂƐǁŝƚŚŝŶŚĞƌ ?ǁŚŝĐŚ/ŬŝŶĚŽĨǁĂƐŶ ?ƚĂǁĂƌĞŽĨ ?/ƐƵƉƉŽƐĞ ?ƚŚĞǀĞƌǇƐƵƉĞƌĨŝĐŝĂů
way of saying it is, that I would have said to you that she was a very nice person. And 
then suddenly you get this kind of steeliness and determination, and you thinŬ ?  “ŽŚ
ƚŚĞƌĞ ?ƐƐŽŵĞƚŚŝŶŐĂůŽƚŵŽƌĞŚĞƌĞ ? ?tŚĞŶ/ƐĂǇ ‘ŶŝĐĞ ? ?ƚŚĞƌĞ ?ƐĂůƐŽƉĞƌŚĂƉƐĂĐĞƌƚĂŝŶ
lack of pushiness and yet there was this other side that really came forth and 
surprised me.  
 
He also said that they were both less accepting of things that perhaps they would 
have gone along with in the past. It seems they are both more proactive in 
confronting situations that arise, not just sitting back and letting things happen. I 
ƚŚŝŶŬƚŚŝƐ ŝƐƉĂƌƚŝĐƵůĂƌůǇ ŝŶƌĞůĂƚŝŽŶƚŽŚĞĂůƚŚ ?ĂƐŚĞůĂƚĞƌƐĂŝĚ P  ‘ǁĞ ?ǀĞŬŝŶĚŽf learnt 
our lesson about not hanging around in terms of going to the doctor... ǇŽƵ ?ǀĞƐƚŝůů
ŐŽƚďĞǀŝŐŝůĂŶƚ ?ŐƌĂďƚŚĞŽƉƉŽƌƚƵŶŝƚǇƚŽďĞƚĞƐƚĞĚ ? ?It seems Geoff and his wife have 
become more aware of a need to do this as they have gotten older. As Geoff said 
 ‘ŝƚ ?Ɛ ƉĂƌƚ ŽĨ ŐĞƚƚŝŶŐ ŽůĚĞƌ ďƵƚ / ƐƵƉƉŽƐĞ ƚŚĞ ŽƚŚĞƌ ƚŚŝŶŐ ƚŚĂƚ ǇŽƵ ƐĂǇ ŝƐ ? ǁĞůů ? ǁĞ
ƐƵƌǀŝǀĞĚŽŶĞƚŚŝŶŐ ?ďƵƚǁĞĚŽŶ ?ƚŚĂǀĞŶŝŶĞůŝǀĞƐĂƐŝƚǁĞƌĞ ?ŶĚǁĞ ?ƌĞŶŽǇŽƵŶŐĞƌ ? ? 
 
'ĞŽĨĨ P Q/ƐƵƐƉĞĐƚǁĞ ?ƌĞďŽƚŚŵŽƌĞĚĞƚĞƌŵŝŶĞĚŝŶƚŚĞǁĂǇǁĞ ?ǁŚĞŶǁĞ ?ƌĞĐŽŶĨƌŽŶƚĞĚ
wiƚŚƐŝƚƵĂƚŝŽŶƐŝŶůŝĨĞ ?ĂůůƐŽƌƚƐŽĨƚŚŝŶŐƐ ?/ƚŚŝŶŬŝƚ ?ƐŶŽƚŽŶůǇ ?/ ?ŵƚƌǇŝŶŐƚŽƚŚŝŶŬǁŚĞƚŚĞƌ
ƚŚĞƌĞ ǁĂƐ ĂŶǇ ? / ƐƵƉƉŽƐĞ ? ĂŐĂŝŶ ? ǁĞ ǁĞƌĞ ŐĞŶĞƌĂůůǇ ůƵĐŬǇ ƚŚĂƚ ƚŚĞƌĞ ǁĞƌĞŶ ?ƚ ĂŶǇ
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situations that we were confronted with that really required us to dig deep. So, I 
ƐƵƉƉŽƐĞ ƚŚĞƌĞ ?Ɛ ƐŽŵĞƚŚŝŶŐ ƚŚĂƚ ? ƚŽ ŵĞ ? ůŽŽŬŝŶŐ Ăƚ ŚĞƌ ? Ă ƐŽƌƚ ŽĨ ƐƚĞƉ-change and, I 
mean, over the years, it was something that clicked into place, kind of built on that. Yes 
/ƐƵƉƉŽƐĞƚŚĞƌĞ ?ƐůĞƐƐĂĐĐĞƉƚŝŶŐŽĨƚŚŝŶŐƐĂŶĚŵŽƌĞ ‘ǁŚĂƚĐĂŶǇŽƵĚŽĂďŽƵƚŝƚ ? ? ‘tŚĂƚ
ĐĂŶǇŽƵŵĂŬĞŚĂƉƉĞŶ ? ?ƐĂƌĞƐƵůƚŽĨƚŚŝƐ ? 
 
From a more negative perspective, Peter ĨĞůƚ ƚŚĂƚŚŝƐǁŝĨĞ ?Ɛ ĚŝĂŐŶŽƐŝƐ'dented her 
faith to some extent' but that she remains a Christian.  
 
ŵǇŵĞŶƚŝŽŶĞĚŚĞƌŵŽƚŚĞƌ ?ƐƌĞĐĞŶƚďƌĞĂƐƚƌĞĚƵĐƚŝŽŶ ?ƐĂǇŝŶŐ ‘ƚŚĞǇ ?ƌĞĨĂŶƚĂƐƚŝĐŶŽǁ ?
I think that was a little bit of an underlying issue with her then because obviously 
ƚŚĞǇ ůŽŽŬĞĚ ? ƚŚĞǇ ǁĞƌĞ ƋƵŝƚĞ ĚŝĨĨĞƌĞŶƚ ƐŝǌĞƐ ?suggesting that, until recently, her 
mother had been unhappy with her body image. Penny said that her friend had  ‘ĂŶ
amazing philosophy. She believed that the cancer was in the breast and she had a 
radical mastectomy, and therefore it was removed from outside her body... 
ƉƐǇĐŚŽůŽŐŝĐĂůůǇƐŚĞĂĐĐĞƉƚĞĚƚŚĂƚŚĞƌďƌĞĂƐƚŚĂĚƚŽŐŽĂŶĚƚŚĂƚǁĂƐŝƚ ? ?She touched 
ŽŶ ŚĞƌ ĨƌŝĞŶĚ ?Ɛ ŝƐƐƵĞƐ ŽĨ  ‘self-ǁŽƌƚŚ ? after her mastectomy. Penny described how 
her friend was  ‘ǁĞůů-ĞŶĚŽǁĞĚ ? and therefore the removal of her breast  ‘ǁĂƐ like a 
ŚƵŐĞŐƌĞĂƚŚŽůĞĨŽƌŚĞƌ ?. She said: 
 
Penny: And you know, in hindsight now, she would have had a reconstruction, a 
ƌĞĚƵĐƚŝŽŶĂŶĚĂ ƌĞĐŽŶƐƚƌƵĐƚŝŽŶ ? Ƶƚ ƚŚĂƚǁĂƐŶ ?ƚĂǀĂŝůĂďůĞ ƚŽŚĞƌǁŚĞŶƐŚĞŚĂĚ ƚŚĞ
cancer.  So what she did was she compensated by sort of almost bringing her other 
breast around sort of around, and her shoulder around to sort of cover up that.  And 
she would be constantly pulling, pulling at her jumper. 
 
Penny also mentioned the ongoing discussion they have about reconstructive 
surgery: 
 
Penny: And we go through the conversation about what about the operation that we 
discussed last year, about having a reduction, a reconstruction.  But I think that every 
ǇĞĂƌƐŚĞƐĂǇƐŶŽ/ĚŽŶ ?ƚǁĂŶƚƚŽĚŽŝƚ ?/ĚŽŶ ?ƚǁĂŶƚƚŽŐŽĚŽǁŶƚŚĞƌĞ ?ďƵƚĂŐĂŝŶŝƚ goes 
back to reopening the wound of actually having an operation on her breast.  And I 
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ƚŚŝŶŬŝƚ ?ƐĂǀĞƌǇĞĂƐǇƚŚŝŶŐƚŽƐĂǇǁĞůů/ ?ůůƉƵƚŝƚŽĨĨƵŶƚŝůŶĞǆƚǇĞĂƌ ?ŶĚǁĞ ?ǀĞŚĂĚƚŚĞ
ƐĂŵĞĐŽŶǀĞƌƐĂƚŝŽŶĨŽƌƐŽŵĂŶǇǇĞĂƌƐƚŚĂƚ/ŶŽǁŬŶŽǁŝƚ ?ƐĂĐŽŶǀĞƌƐĂƚŝŽŶƚŚĂt she will 
ŚĂǀĞ ?ďƵƚ ƐŚĞ ǁŽŶ ?ƚďĞĂďůĞ ƚŽŵŽǀĞ ĨŽƌǁĂƌĚ ƚŽ ŝƚ ? dŚĞƌĞ ?ƐĂůǁĂǇƐ ƐŽŵĞƚŚŝŶŐ ƚŚĂƚ
ŐĞƚƐŝŶƚŚĞǁĂǇĂƐƚŽǁŚǇƐŚĞĐĂŶ ?ƚĚŽŝƚ ?/ƚŚŝŶŬƚŚĂƚŝĨƐŚĞƌĞĂůůǇ ?ƌĞĂůůǇǁĂŶƚĞĚƚŽĚŽ
ŝƚ ?ƐŚĞǁŽƵůĚĚŽŝƚ ?ďĞĐĂƵƐĞƐŚĞ ?ƐƚŚĂƚŬŝŶĚŽĨƉĞƌƐŽŶ ? 
 
Amy suggested that her mother has always led a full, independent life and was 
ƵŶƐƵƌĞ ǁŚĞƚŚĞƌ ĐĂŶĐĞƌŚĂĚĐŚĂŶŐĞĚŚĞƌ ŵŽƚŚĞƌ ?ƐƉĞƌƐƉĞĐƚŝǀĞŽŶ ůŝĨĞ ? ĂƐ ƐŚĞ ǁĂƐ
ĂůƌĞĂĚǇƐƵĐŚĂƉŽƐŝƚŝǀĞƉĞƌƐŽŶǁŚŽ  ‘embraced life anyway ? ?,ŽǁĞǀĞƌ ? ůĂƚĞƌ ŝŶŽƵƌ
interview, she did say that perhĂƉƐ ĐĂŶĐĞƌ ŚĂƐ ĐŚĂŶŐĞĚ ŚĞƌ ŵŽƚŚĞƌ ?Ɛ ŽƵƚůŽŽŬ ŽŶ
life, because the outcome could have been so different. Ultimately, Amy feels that 
ĐĂŶĐĞƌŚĂƐƌĞŝŶĨŽƌĐĞĚŚĞƌŵŽƚŚĞƌ ?ƐƉŽƐŝƚŝǀĞĂƚƚŝƚƵĚĞƚŽůŝĨĞ ?ƚŚĂƚƐŚĞŝƐůƵĐŬǇƚŽŚĂǀĞ
had such a good outcome, unlike others, and is therefore still able to do the things 
she wants to: 
 
ŵǇ P^ŚĞ ?ƐƌĞĂůůǇŝŶĚĞƉĞŶĚĞŶƚ ?^ŚĞĂůǁĂǇƐŚĂƐďĞĞŶďĞĐĂƵƐĞŽďǀŝŽƵƐůǇƐŚĞ ?ƐďĞĞŶŽŶ
her own for quite a while and she is very independent, and maybe she does put an 
incredibly brave face on it ƐŽŵĞƚŝŵĞƐďƵƚƐŚĞĚŽĞƐ ? ƐŚĞĚŽĞƐŶ ?ƚǁĂŝƚ ? /ŵĞĂŶĐƌŝŬĞǇ
ǁĞŚĂǀĞƚŽďŽŽŬĂŶĂƉƉŽŝŶƚŵĞŶƚƚŽƐĞĞŚĞƌ ?ůĂƵŐŚƐ ?ƐŽ/ƚŚŝŶŬƐŚĞ ?ƐŐŽƚĂǁŽŶĚĞƌĨƵů
outlook to life now and maybe that is a positive thing from the cancer because, you 
know, it could all have gone so ĚŝĨĨĞƌĞŶƚůǇ ? Ƶƚ ƚŚĞŶ ĂŐĂŝŶ ? ĂƐ / ƐĂŝĚ ďĞĨŽƌĞ ? ƐŚĞ ?Ɛ
ĂůǁĂǇƐďĞĞŶƐŽŵĞŽŶĞƚŚĂƚ ?ƐĞŵďƌĂĐĞĚůŝĨĞĂŶǇǁĂǇ ? 
 
Lucy spoke of how her mother took early retirement and, as a result, is enjoying life 
much more. >ƵĐǇĨĞĞůƐŚĞƌŵŽƚŚĞƌŚĂƐ ‘kind of really sprung back frŽŵ ?ĐĂŶĐĞƌ ? ? but 
ƚŚĂƚƚĂŬŝŶŐĞĂƌůǇƌĞƚŝƌĞŵĞŶƚǁĂƐĂ  ‘ƚƵƌŶŝŶŐƉŽŝŶƚ ? for her as she can now do what 
makes her happy, including working on her allotment and spending more time with 
her father. Lucy felt that taking early retirement gave her mother the opportunity to 
take stock and think about the difficult events that have happened in her life, not 
ũƵƐƚŚĞƌĐĂŶĐĞƌĚŝĂŐŶŽƐŝƐ ?KŶĐĞƐŚĞŚĂĚ ‘ƐŽŵĞƐƉĂĐĞƚŽƚŚŝŶŬĂďŽƵƚƚŚŝŶŐƐ ?, she was 
ĂďůĞ ƚŽ ĨŽĐƵƐ ŽŶ ǁŚĂƚ ƐŚĞ ĞŶũŽǇƐ ĚŽŝŶŐ ĂŶĚ ? ĂĐĐŽƌĚŝŶŐƚŽ >ƵĐǇ ƐŚĞ ŝƐ ŶŽǁ  ‘truly 
ŚĂƉƉǇĂŐĂŝŶ ?.  
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Lucy: ...So I would probably say, a couple of years after her diagnosis she took early 
retirement and I think that was when she was probably truly happy again... I mean 
she got back to normal in the sense of yes, she went back to work, you know, does 
the jobs that everybody has to do and all that kind of thing, but in terms of, as I say, 
sort of being happy again, then that was then, probably a couple of years after her 
diagnosis.  
 
EB: And was that in relation to her job or do you think it was still coming to terms 
ǁŝƚŚƚŚĞĨĂĐƚƚŚĂƚƐŚĞ ?ĚŚĂĚĐĂŶĐĞƌĂŶĚŝƚƚŽŽŬƚĂŬŝŶŐĂƐƚĞƉďĂĐŬĨƌŽŵǁŽƌŬĂƐǁĞůů ? ? ?
 
Lucy: I think it probably did give her some space to think about things. As I say, 
ŽďǀŝŽƵƐůǇƐŚĞŚĂĚƚŽ ůŽŽŬĂĨƚĞƌŵǇĚĂĚǁŚĞŶŚĞǁĂƐ ŝůůĂŶĚ ŝƚŬŝŶĚŽĨ ? / ?ŵ trying to 
ƚŚŝŶŬ ?/ƚŚŝŶŬĂďŽƵƚ ?Žƌ ?ǇĞĂƌƐůĂƚĞƌ ?ƐŚĞǁĂƐĚŝĂŐŶŽƐĞĚ ?ŵĂǇďĞ ?ǇĞĂƌƐ ?ƐŽŝƚ ?ƐŶŽƚ
really all that long, you know, before she then had to deal with it herself. And I think, 
ǇŽƵŬŶŽǁ ?ŝƚǁĂƐŶ ?ƚŶĞĐĞƐƐĂƌŝůǇƚŚĞũŽďŽƌƉůĂĐĞŽƌĂŶǇƚŚŝŶŐĐŽƐ ?ƚŚe fact was, her job 
came with private medical cover, which meant that she was able to have 
chemotherapy at home rather than having to go to the hospital every week, and that 
ǁĂƐĂŚƵŐĞŚĞůƉƌĞĂůůǇ ?ǇŽƵŬŶŽǁ ?ŬŶŽǁŝŶŐƚŚĂƚ/ĚŝĚŶ ?ƚŚĂǀĞƚŽ ?ŽƌǇŽƵĚŝĚŶ ?ƚŚĂǀe to 
find somebody to take her to the hospital to sit with her and all the rest of it, so in 
some ways, the job helped out quite a lot, but I think when she took retirement, she 
was able to take a bit of a step back and just start doing, having a lot more time to do 
the things she really enjoyed, I think that was the big turning point for her. 
 
Lucy also mentioned that if her mother wants to do something today, she will do it 
ĂŶĚĚŽĞƐŶŽƚŬĞĞƉƚŚŝŶŐƐĂƐĂ ‘ƉŝƉĞĚƌĞĂŵ ? ?^ŚĞƐĂŝĚƐŚĞǁĂƐ ‘being a little bit more, 
ŶŽƚƐƉƵƌŽĨƚŚĞŵŽŵĞŶƚ ?ďƵƚƐŽƌƚŽĨ ?ŝƚƚŚĞƌĞ ?ƐƐŽŵĞƚŚŝŶŐƐŚĞǁĂŶƚƐƚŽĚŽ ?ƐŚĞ ?ůůƐĂǀĞ
ƵƉĂŶĚĚŽŝƚ ?ǁŚĞƌĞĂƐďĞĨŽƌĞƐŚĞŵŝŐŚƚŚĂǀĞƚŚŽƵŐŚƚ “ŽŚŶŽ ?/ĐŽƵůĚŶ ?ƚĚŽƚŚĂƚ ? ? ? 
 
>ƵĐǇ P ? ? ?/ƚŚŝŶŬŝƚ ?ƐƉƌŽďĂďůǇŵĂĚĞŚĞƌůŝƚƚůĞďŝƚŵŽƌĞ ?ǇŽƵŬŶŽǁ ?ƐŽŵĞƉĞŽƉůĞƐŽrt of 
ƐĂǀĞƵƉĨŽƌĂƌĂŝŶǇĚĂǇĂŶĚƐƚƵĨĨĂŶĚŵĂǇďĞƉƵƚƚŚŝŶŐƐŽĨĨĂ ůŝƚƚůĞďŝƚ ?ǁŚĞƌĞĂƐƐŚĞ ?Ɛ
ŶŽǁĂůŝƚƚůĞďŝƚŵŽƌĞ “ǁĞůů ?ŝĨ/ǁĂŶƚƚŽŐŽŽŶŚŽůŝĚĂǇŶŽǁ ?/ ?ŵŐŽŝŶŐƚŽƐĂǀĞƵƉĂŶĚ
/ ?ŵŐŽŝŶŐƚŽŐŽ ? ?^ŚĞĚŽĞƐŶ ?ƚƚƌǇĂŶĚŬĞĞƉƚŚŝŶŐƐĂƐĂƉŝƉĞĚƌĞĂŵ/ƐƵƉƉŽƐĞ ? 
 
Sheila said ƚŚĂƚĨĂŵŝůǇŝƐƚŚĞŵŽƐƚŝŵƉŽƌƚĂŶƚƚŚŝŶŐŝŶŚĞƌŚƵƐďĂŶĚ ?ƐůŝĨĞŶŽǁ P 
  
247 
 
 
Sheila: He writes letters to his children just in case anything happens, tells them he 
ůŽǀĞƐƚŚĞŵĂŶĚĂůůƚŚŝƐƐŽƌƚŽĨƚŚŝŶŐ ?ƋƵŝƚĞŝŵƉŽƌƚĂŶƚďĞĐĂƵƐĞ/ƐƵƉƉŽƐĞŚĞǁĂƐŶ ?ƚƚŽůĚ
ƚŚĂƚƐŽƌƚŽĨƚŚŝŶŐ ?ďƵƚŚĞƐĞĞƐǁŚĂƚ ?ƐŝŵƉŽƌƚĂŶƚƌĞĂůůǇĂŶĚƚƌŝĞƐƚŽƐŽƌƚŽĨŐƵŝĚĞƚŚĞŵ ?
ǇŽƵŬŶŽǁ ?zŽƵĐĂŶƐĞĞĨƌŽŵĂůůƚŚĞƉŚŽƚŽƐ ?ŚĞ ?ƐǀĞƌǇ ?ǁŚĂƚ ?ƐŝŵƉŽƌƚĂŶƚŝƐƚŚĞĨĂŵŝůǇ ? 
 
Describing a more negative outlook on life, Peter felt that long-term planning now 
ƐƵĨĨĞƌƐ ĂƐ Ă ƌĞƐƵůƚ ŽĨ ŚŝƐ ǁŝĨĞ ?Ɛ ĚŝĂŐŶŽƐŝƐ ? ĨŽƌ ĞǆĂŵƉůĞ ? ƉůĂŶŶŝŶŐ ŚŽůŝĚĂǇƐ ? ,Ğ
described how she is scared to plan ahead, for fear that something might happen 
which prevents them from doing what they hoped. This stemmed from the fact that 
they had to cancel a family holiday when his wife was diagnosed. He feels this 'left 
quite a bruise on [his wife].  
 
Peter also talked about how his wife has developed her passion for helping others 
through her involvement with cancer charities. He said  ‘ƐŚĞ ĐĂŶlisten to these 
stories, you know which are very, very painful stories sometimes and very frightened 
stories of people who are a very difficult stages of cancer, of this particular cancer 
ĂŶĚ ƉƌŽďĂďůǇ ǁŽŶ ?ƚ ƐƵƌǀŝǀĞ ? ŶĚ ŚŽǁ ǇŽƵ ŚĞůƉ ƚŚĞŵ ƚŽ ŵĂŬĞ ? ŐĞƚ ƚŚĞŵ ƚŚĞ ďĞst 
ƋƵĂůŝƚǇ ŽĨ ůŝĨĞ ŝŶ ƚŚĞ ƚŝŵĞ ƚŚĞǇ ?ǀĞ ŐŽƚ ůĞĨƚ ? ?However, Peter also described the 
ƉƌĞƐƐƵƌĞ ŚŝƐ ǁŝĨĞ ƉƵƚƐ ŚĞƌƐĞůĨ ƵŶĚĞƌ ? ,Ğ ĨĞĞůƐ ƐŚĞĐĂƌƌŝĞƐ Ă  ‘ŚĞĂǀǇ ůŽĂĚ ? as she 
listens and supports women with more advanced disease than herself. He feels his 
ǁŝĨĞ ?Ɛ ŝŶǀolvement has given her  ‘ĂƌĂƚŚĞƌĚĂƌŬƉĞƌƐƉĞĐƚŝǀĞŽŶ ůŝĨĞ ?ĐŽƐƐŚĞŚĞĂƌƐ
and encounters the slice of life where the worst has happened'. 
 
Penny felt her friend had gained from being able to give something back, 
volunteering and fundraising for cancer charities, and supporting other women 
affected by breast cancer: 
 
EB: I was wondering whether you would say that [she] felt that anything good had 
ĐŽŵĞŽƵƚŽĨŚĂǀŝŶŐĂĐĂŶĐĞƌĚŝĂŐŶŽƐŝƐ ?ǁŚĞƚŚĞƌƐŚĞ ?ĚŐĂŝŶĞĚĂŶǇƚŚŝŶŐĂƐĂƌĞƐƵůƚ ? 
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WĞŶŶǇ P/ƐƵƉƉŽƐĞ ?/ ?ǀĞŶĞǀĞƌĂĐƚƵĂůůǇƚĂůŬĞĚĂďŽƵƚĂŶǇƚŚŝŶŐŐŽŽĚĐĂŵĞŽƵƚŽĨŝƚ ?Ƶƚ/
suppose in a way there is, because she gave back, she did get involved with lots of 
charities.  And I think sort of doing something like the trek that we did, I think that 
was, that was an emotional journey of returning, you know, giving something back.  
And again that was a lot of determination, but that was the group in itself, I think that 
the group that we were specifically with were a very determined group and a very 
supportive group.  And I think that had she not had cancer, that would never had 
happened.  And I think she learnt, sorry what she learnt was that there were certain 
things that were missing that she needed, and she certainly wanted to be able to give 
back, or to help other people who would be going through something similar to the 
experience that she went through. 
 
Impact of cancer on relationships and communication 
 
DŽƐƚ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ĨĞůƚƚŚĞƌĞǁĂƐĂŐƌĞĂƚĞƌĐůŽƐĞŶĞƐƐďĞƚǁĞĞŶƚŚĞŵƐĞůǀĞƐĂŶĚ
the family member/friend who had been diagnosed, and that their relationships 
were stronger. For some this was because they have been a source of support but, 
for others, the greater closeness was due to the realisation that their loved one 
could have died. Communication has clearly improved in some relationships, partly 
through being forced to talk about, and manage, the consequences of treatment, or 
indeed through being more tolerant of one another. In terms of communication 
ĚŝĨĨŝĐƵůƚŝĞƐ ?ĂĐŽƵƉůĞŽĨ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ŵĞŶƚŝŽŶĞĚŚŽǁƚŚĞǇĨĞůƚƚŚĞŝƌůŽǀĞĚŽŶĞƐ
ƉƌŽďĂďůǇƉƵƚŽŶĂĨĂĕĂĚĞĂƚƚŝŵĞƐĂŶĚŚŽǁƐŽŵĞƚŝŵĞƐƚŚĞĂƉƉƌŽĂĐŚƚŚĞ ‘ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌ ?took to support the person diagnosed was not always what the person 
diagnosed wanted or needed. Roles appear to have changed within some families, 
ǁŝƚŚ ďŽƚŚ ƉŽƐŝƚŝǀĞ ĂŶĚŶĞŐĂƚŝǀĞ ŝŵƉůŝĐĂƚŝŽŶƐ ? KŶůǇ ŽŶĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌ ? ƚŽƵĐŚĞĚ
on, albeit briefly, the impact of cancer on intimacy and their physical relationship. 
One husband said ƚŚĂƚ ŚŝƐ ǁŝĨĞ ?Ɛ ĚŝĂŐŶŽƐŝƐ ŚĂĚ ŶŽƚ ĂĨfected their physical 
relationship, and that they were both happy in that respect. 
 
Peter was more vocal about the impact cancer has had on their relationship than 
his wife. From his interview, it appears cancer has had quite a positive effect on 
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their relationship. He described himself as an optimist whilst both his wife and he 
ĚĞƐĐƌŝďĞĚ ŚĞƌ ĂƐ Ă ƉĞƐƐŝŵŝƐƚ ? WĞƚĞƌ ƐĂŝĚ ƚŚĂƚ ƚŚĞǇ  ‘ďĂůĂŶĐĞ ĞĂĐŚ ŽƚŚĞƌ ŽƵƚ ? as a 
result. He also said that he is immensely proud of his wife, and the work she does. 
He thought they had gained from the experience. In particular, he said he had 
 ‘ŐĂŝŶĞĚĂ ƉĂƌƚŶĞƌƐŚŝƉǁŝƚŚĂǁŝĨĞ ǁŚŽ ?Ɛ ĚŽŝŶŐ ĂǀĞƌǇ ĞŶƌŝĐŚŝŶŐĂŶĚ ĨƵůĨŝůůŝŶŐ ǁŽƌŬ
ǁŚŝĐŚ / ?ŵǀĞƌǇƉƌŽƵĚ ? / ƚŚŝŶŬ ŝƚ ?ƐŐƌĞĂƚ ?dŚŽƵŐŚ ŝƚ ?Ɛ ŶŽƚĂůǁĂǇƐĞĂƐǇ ? /ƚ ?ƐŶŝĐĞƚŚĂƚ
what was a bad thing has ended up being used for good, to enrich and help other 
ƉĞŽƉůĞ ?ƐůŝǀĞƐ ? ?Rachel suggested that the disease had strengthened the relationship: 
 ‘/ ƚŚŝŶŬ ŝƚ ?Ɛ ŵĂĚĞ ƵƐ ƐƚƌŽŶŐĞƌ ŶŽǁ ? ďƵƚ ŐŽŝŶŐ ƚŚƌŽƵŐŚ ŝƚ Ăƚ ƚŚĞ ƚŝŵĞ ǁĂƐ ǀĞƌǇ
ĚŝĨĨŝĐƵůƚ ? ?George suggested that he and his wife  ‘ŵŝŐŚƚŚĂǀĞďĞĐŽŵĞĐůŽƐĞƌ ? W but 
that it was difficult to know whether that was because of the cancer, or the passage 
of time. Amy felt she and her mother had become closer as a result of cancer, but 
that they were close before. The daughter described how they adopted the 
ĂƉƉƌŽĂĐŚ “ǁĞ ?ƌĞŝŶƚŚŝƐƚŽŐĞƚŚĞƌ ?and  “ǁĞĚŽƚŚŝƐƚŽŐĞƚŚĞƌ ? ? 
 
Sheila said that it had been therapeutic for her husband to talk about cancer and 
the side effects he was experiencing. She felt that they had become closer, partly 
because they had to talk a lot more about the consequences of cancer treatment. In 
this respect they appeared to be very open with each other about the impact side 
effects were having on their family. In contrast, Amy said that she and her mother 
made a good team and that she would  ‘ůŝŬĞƚŽƚŚŝŶŬƚŚĂƚ ?ŚĞƌŵŽƚŚĞƌ ?ǁŽƵůĚŚĂǀĞ
ƚŽůĚŵĞŝĨƐŚĞŶĞĞĚĞĚŵĞ ?/ ?ŵƐƵƌĞƐŚĞǁŽƵůĚ ?dŚĂƚ ?ƐǁŚĂƚƐŚĞ ?ƐůŝŬĞ ? ?However, Amy 
also said that her mother would probably have put on a façade at times:  ‘/ŝŵĂŐŝŶĞ
she would have had some quite bad times and just then put on a smiley face and 
ŐŽŶĞ “ŽŚǇĞĂŚ ?ǇĞĂŚ ?ǇĞĂŚ ?/ ?ŵĂůƌŝŐŚƚ ? ? ? She suggested her mother did this because 
 ‘ǇŽƵ  ?ĚŽŶ ?ƚ ? ǁĂŶƚ ƚŽ ůĞƚ ǇŽƵƌ ĨĞĂƌƐ ďĞ ŬŶŽǁŶ ƚŽ ĂŶǇŽĞ ĞůƐĞ ? ďĞĐĂƵƐĞ ƚŚĞǇ ĂƌĞ ƐŽ
ŚŽƌƌŝďůĞ ? ?In this respect, whilst Amy felt her mother shared a lot with her regarding 
ŚŽǁ ƐŚĞ ǁĂƐ ĨĞĞůŝŶŐ  ? ‘she is very open with me, she tells me how she feels. And 
ĂůǁĂǇƐ ŚĂƐ ĚŽŶĞ ?), she acknowledged that her mother might not have shared 
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everything:  ‘/ ?ŵƐƵƌĞƐŚĞŚĂĚƐŽŵĞƉŽŝŶƚƐǁhen she was on her own and she really 
ĚŝĚĨĂůůĂƉĂƌƚĂŶĚ/ƉƌŽďĂďůǇǁŽŶ ?ƚĞǀĞƌŬŶŽǁƚŚĂƚƐŚĞĨĞůƚůŝŬĞƚŚĂƚ ? ? 
 
Penny was clearly someone her friend could talk to honestly and openly, sharing her 
feelings and emotions, even if they disagreed or were difficult to deal with. As 
Penny said,  ‘ŶĚ/ƌĞŵĞŵďĞƌƐĂǇŝŶŐƚŽŚĞƌǇŽƵ ?ǀĞũƵƐƚŐŽƚƚŽďĞƉŽƐŝƚŝǀĞ ?ǇŽƵ ?ǀĞũƵƐƚ
got to be positive.  And she just looked at me, [with] so much anger, and she said 
 “ǁĞůůǁŚĂƚŚĂƉƉĞŶƐ ŝĨďĞŝŶŐƉŽƐŝƚŝǀĞ ũƵƐƚ ŝƐŶ ?ƚĞŶŽƵŐŚ ? ? ŶĚ / ũƵƐƚĚŝĚŶ ?ƚŚĂǀĞĂŶ
ĂŶƐǁĞƌĨŽƌƚŚĂƚŽŶĞ ? ? 
 
In terms of role changes, Sheila felt she had taken on a mother-type role and had to 
be strong for her husband, as her husband constantly lives in fear, particularly with 
regard to the side effects he experiences, and an ongoing fear of recurrence. Sheila 
ƐĂŝĚ ‘you have to be a bit firm sometimes, yeah, firm to be kind... be a bit more, you 
ŬŶŽǁ ? “ŶŽ ?ǇŽƵĐĂŶĚŽƚŚŝƐ ? ? “ĐŽŵĞŽŶ ?ǁĞ ?ƌĞŐŽŝŶŐƚŽŐŽĨŽƌĂǁĂůŬ ? ? “ďĞƋƵŝĞƚ ?ŝƚ
ǁŝůůďĞĨŝŶĞƚŚĞŶĞǆƚĚĂǇ ? ?ǇŽƵŬŶŽǁ ?/ŚĂǀĞƚŽďĞƐƚƌŽŶŐƌĞĂůůǇ ? ?
 
Peter acknowledged that the direction of their lives had changed as a result of his 
ǁŝĨĞ ?Ɛ ŝŶǀŽůǀĞŵĞŶƚ ŝŶ ĐĂŶĐĞƌ ĐŚĂƌŝƚǇ ǁŽƌŬ ? ƐƵŐŐĞƐƚŝŶŐ ŝƚ  ‘has changed our lives 
hugely in that her work is supporting others now which, being the nature, both of us 
ĂƌĞďŝƚůŝŬĞƚŚŝƐ ?/ŵĞĂŶǁŽƌŬĚŽĞƐŶ ?ƚƐƚĂǇĂƚǁŽƌŬ ?ŝƚ ƐĂůůŽǀĞƌƚŚĞƉůĂĐĞ ?^ŽĐĂŶĐĞƌŝƐ ?
and her work with those who have been diagnosed or suffering, is a big part of our, 
ďŽƚŚŽĨŽƵƌůŝǀĞƐ ? ? 
 
The future 
 
'ĞŶĞƌĂůůǇ ƐƉĞĂŬŝŶŐ ?  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ƐĞĞŵĞĚ ƚŽ ďĞƋƵŝƚĞ ƉŽƐŝƚŝǀĞ ĂďŽƵƚ ƚŚĞ
future, all the while acknowledging that cancer, both the disease itself and the 
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experience of it, is something those diagnosed will always carry with them  W 
particularly the risk and fear of recurrence.  
 
ŵǇ ƚŚŝŶŬƐ ŚĞƌ ŵŽƚŚĞƌ ?Ɛ ĨƵƚƵƌĞ ůŽŽŬƐ ǀĞƌǇ ƉŽƐŝƚŝǀĞ ? ^ŚĞ ĚĞƐĐƌŝďĞĚ ŚĞƌ ŵŽƚŚĞƌ ĂƐ
independent and someone who embraces life, and feels she will have a busy and 
fulfilling future: 
 
ŵǇ PKŚŝƚ ?ƐďƌŝŐŚƚĂŶĚďƌĞĞǌǇ ?^ŚĞĐĂŶŐŽĂŶĚĚŽǁŚĂƚƐŚĞǁĂŶƚƐ ?^ŚĞƌĞĂůůǇ is very 
much like that. Nothing, if she gets something in her head, a few years ago she did the 
dŚƌĞĞWĞĂŬƐŚĂůůĞŶŐĞ ?ŶŽƚŚŝŶŐǁŽƌƌŝĞƐŚĞƌ ?^ŚĞ ?ƐŐŽƚĂŐŽŽĚƐŽĐŝĂůůŝĨĞĂŶĚƐŚĞǁĞŶƚ
abroad for her 60
th
. She did all that on her own and things like that, shĞ ?ƐďƌŝůůŝĂŶƚŵǇ
ŵƵŵ ? ƌĞĂůůǇ ? ďƐŽůƵƚĞůǇ ďƌŝůůŝĂŶƚ ? / ĚŽŶ ?ƚ ƌĞĂůůǇ ĞǀĞƌ ƚĞŶĚ ƚŽ ǁŽƌƌǇ ĂďŽƵƚ ŚĞƌ ǀĞƌǇ
ŵƵĐŚ ?dŚĂƚ ?ƐƌĞĂůůǇŚŽƌƌŝďůĞŝƐŶ ?ƚŝƚ ? ?ůĂƵŐŚƐ ? ? 
 
Peter said his wife is reminded through her involvement with other people affected 
by cancer that the disease can return. In this respect, he feels his wife is pessimistic 
about their health and, as such, does not feel optimistic about the future. However, 
he, being an optimist, feels 'there's lots of new adventures to explore'. 
 
Sheila worries about the future as a result of ŚĞƌŚƵƐďĂŶĚ ?ƐĨĞĂƌŽĨƌĞĐƵƌƌĞŶĐĞĂŶĚ
the impact of ongoing consequences of treatment. However, towards the end of 
the interview, when I asked her about the future, Sheila seemed quite hopeful, not 
just in terms of her husband overcoming the side effects he experiences, but that 
they might get back to enjoying some of the activities they had previously done 
ƚŽŐĞƚŚĞƌ ?ŝŶĐůƵĚŝŶŐƚƌĂǀĞůůŝŶŐŽǀĞƌƐĞĂƐ ?^ŚĞƐĂŝĚŝƚŝƐƚŚĞŝƌŚŽƉĞƚŚĂƚ ‘ŶŽƌŵĂů ? life can 
resume. 
 
Sheila: Well, obviously we hope that ŚĞǁŝůůĐĂƌƌǇŽŶŝŶƚŽĂŶŽůĚĂŐĞ QŽďǀŝŽƵƐůǇŝĨŚĞ
ĐĂŶ ?ŚĞŚĂƐŐŽŶĞĂǁĞĞŬŽƌƐŽďĞĨŽƌĞǁŝƚŚŽƵƚƵƐŝŶŐĂĐĂƚŚĞƚĞƌĂŶĚƚŚĂƚ ?ƐŐƌĞĂƚ  ‘ĐŽƐ
ƚŚĞƌĞ ?ƐŶŽŝŶĨĞĐƚŝŽŶ ?ĂŶĚǇŽƵƚŚŝŶŬ ‘ǁŽǁ ?ŚĞŵŝŐŚƚĂĐƚƵĂůůǇďĞĂďůĞƚŽĐŽŵĞďĂĐŬŽŶĂ
ďƵŐŐǇƚŽƉůĂǇ ?ŚŽůĞƐŽĨŐŽůĨ ?ŽƌƐŽŵĞƚŚŝŶŐ ?ůĂƵŐŚƐ ?ǁŚŝĐŚǁŽƵůĚďĞŐƌĞĂƚ Q^ŽŵĞƚŚŝŶŐ
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that we did together. It would make him feel like, you know, a normal activity, that a 
ŵĂŶĚŽĞƐ ?/ ?ŵũƵƐƚŚŽƉŝŶŐƚŚĂƚǁŝůůŚĂƉƉĞŶůĂƚĞƌŽŶƌĞĂůůǇ ? 
 
Penny feels that she and her friend will continue to have conversations about 
reconstructive surgery:  ‘ ? ? ?/ƚŚŝŶŬŝƚ ?ƐĂǀĞƌǇĞĂƐǇƚŚŝŶŐƚŽƐĂǇǁĞůů/ ?ůůƉƵƚŝƚŽĨĨƵŶƚŝů
ŶĞǆƚǇĞĂƌ ?ŶĚǁĞ ?ǀĞŚĂĚƚŚĞƐĂŵĞĐŽŶǀĞƌƐĂƚŝŽŶĨŽƌƐŽŵĂŶǇǇĞĂƌƐƚŚĂƚ/ŶŽǁŬŶŽǁ
ŝƚ ?ƐĂĐŽŶǀĞƌƐĂƚŝŽŶƚŚĂƚƐŚĞǁŝůůŚĂǀĞ ?ďƵƚƐŚĞǁŽŶ ?ƚďĞĂďůĞƚŽŵŽǀĞĨŽƌǁĂƌĚƚŽŝƚ ?
dŚĞƌĞ ?ƐĂůǁĂǇƐƐŽŵĞƚŚŝŶŐƚŚĂƚŐĞƚƐŝŶƚŚĞǁĂǇĂƐƚŽǁŚǇƐŚĞĐĂŶ ?ƚĚŽŝƚ ? ?However, 
her ƉĞƌĐĞƉƚŝŽŶ ŽĨ ŚĞƌ ĨƌŝĞŶĚ ?Ɛ ĨƵƚƵƌĞ ŝƐ ŚŝŐŚůŝŐŚƚĞĚ ŝŶ ƚŚĞ ƉĂƐƐĂŐĞ ďĞůŽǁ ? WĞŶŶǇ
feels her friend views the future positively, and has learnt to accept what has 
happened to her: 
 
Penny: The future, I feel, my experience is that cancer will always be with [her] 
ďĞĐĂƵƐĞƚŚĂƚŝƐĂŚƵŐĞĞǆƉĞƌŝĞŶĐĞƚŚĂƚƐŚĞ ?ƐďĞĞŶƚŚƌŽƵŐŚ ?ďƵƚŝƚŝƐĐĞƌƚĂŝŶůǇŶŽƚ ?ŝƚ ?Ɛ
not the first thing ƚŚĂƚƐŚĞƚŚŝŶŬƐŽĨŝŶƚŚĞŵŽƌŶŝŶŐĂŶĚƚŚĞůĂƐƚƚŚŝŶŐĂƚŶŝŐŚƚ ?^ŚĞ ?Ɛ
ůĞĂƌŶƚƚŽůŝǀĞǁŝƚŚǁŚĂƚ ?ƐŚĂƉƉĞŶĞĚƚŽŚĞƌ ?ĂŶĚƐŚĞ ?ƐŵŽǀŝŶŐĨŽƌǁĂƌĚ ? /ŵĞĂŶƐŚĞ ?Ɛ
ƚĂůŬŝŶŐĂďŽƵƚǁŚĞŶǁĞ ?ƌĞ ? ? ?ƐŽƚŚĂƚ ?ƚŚĞĨƵƚƵƌĞŐŽĞƐŽŶ ?ƐƚƌĞƚĐŚĞƐŽŶ ?/ƚŵĂŬĞƐŵĞ
ůĂƵŐŚďƵƚƐŚĞ ?ƐŐot this rescue dog and she was saying to me do you realise that if he 
ůŝǀĞƐĂƐůŽŶŐĂƐŚĞƐŚŽƵůĚĚŽ ?/ ?ůůďĞ ? ? ?dŚĂƚ ?ƐŚŽǁƉŽƐŝƚŝǀĞƐŚĞŝƐ ? 
 
Summary and next steps 
 
dŚĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? ŝŶƚĞƌǀŝĞǁĞĚĚĞƐĐƌŝďĞĚ ƚŚĞƉŽƐŝƚŝǀĞĂŶĚŶĞŐĂƚŝǀĞ ŝŵƉĂĐƚŽĨ
canceƌ ŽŶ ƚŚĞŝƌ ůŽǀĞĚ ŽŶĞƐ ? ƐĞŶƐĞ ŽĨ ƐĞůĨ ? ƌĞůĂƚŝŽŶƐŚŝƉƐĂŶĚ ůŝĨĞ ƉƌŝŽƌŝƚŝĞƐ ? dŚĞ
positive impact included a perception that those diagnosed were stronger, more 
determined and less accepting of things. Being able to give something back and 
supporting other people with cancer, a closer relationship with their loved ones, 
and a positive, proactive approach to life were also highlighted. The negative impact 
ŽĨ ĐĂŶĐĞƌ ĚĞƐĐƌŝďĞĚ ďǇ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ?was felt either directly by the person 
diagnosed, or more widely by those close to them. This included not being able to 
engaged in activities they once did, a nervousness about travel, not feeling 
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confident to plan for the future, a loss of confidence about health in general, 
ongoing body image concerns, and the uncertainty associated with getting older (in 
terms of broader health issues, mobility and maintaining independence). 
 ‘^ŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ĂƉƉĞĂƌĞĚƌĞůĂƚŝǀĞůǇƉŽƐŝƚŝǀĞĂďŽƵƚƚŚĞĨƵƚƵƌĞ ?,ŽǁĞǀĞƌ ?ƐĞǀĞƌĂů
acknowledged that cancer, both the disease itself and the experience of it, is 
something those diagnosed will always carry with them  W particularly the fear of 
recurrence.  
 
The next chapter presents the cross-case analysis, exploring similarities and 
differences in the stories shared by those diagnosed with cancer, and comparing 
ĂŶĚ ĐŽŶƚƌĂƐƚŝŶŐ ƚŚĞƐĞ ĂĐĐŽƵŶƚƐ ǁŝƚŚ ƚŚŽƐĞ ƉƌĞƐĞŶƚĞĚ ďǇ ƚŚĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ?
interviewed. The aim of the cross-case analysis is to describe the experience of 
long-term survivorship at the aggregate level, through the identification of common 
themes across the cases.  
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Chapter 9. The experience of long-term cancer survivorship: Findings 
from the cross-case analysis 
 
Introduction 
 
This chapter presents findings from the cross-case analysis. Individual-case findings 
from those diagnosed with cancer were merged by searching for overarching 
ƚŚĞŵĞƐŝŶƚŚĞƵŶŝƋƵĞ ‘ƌĞƐƚŽƌŝĞĚ ?ĂĐĐŽƵŶƚƐ ?^ĞĞ&ŝŐƵƌĞ ? ? ? ?Ɖ ? ?59). Merging findings 
is useful when understanding the quintain
35
 - in this study, the experience of long-
term cancer survivorship as a whole - is more important than the individual cases, 
but where some contextual understanding is still desired. The chapter also 
compares and contrasts the accounts of those diagnosed with cancer and the 
 ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? involved in the study. This analysis serves to highlight instances 
where accounts shared by those diagnosed and their loved ones differ and explores 
what the implications of these contrasting accounts might be. 
 
The chapter first describes how cancer has left a legacy of benefits and losses for 
the participants in this study. In particular, a legacy of lingering uncertainty is 
evident across cases, and is supported by the accounts of both those diagnosed and 
 ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ?I then go onto describe a typology of the place of cancer 
identified in the findings whereby cancer is situated in the past, past-present or 
present-future and is presented from the perspective of both those diagnosed and 
ƚŚĞ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? ŝŶƚĞƌǀŝĞǁĞĚ ?dŚĞůĞŐĂĐǇŽĨ ůŝŶŐĞƌŝŶŐƵŶĐĞƌƚĂŝŶƚǇ ?ĂůŽŶŐǁŝƚŚ
ǀĂƌŝŽƵƐ ‘ƌĞĂůŝƚǇĐŚĞĐŬƐ ? (reminders of cancer), influences the place of cancer in the 
lives of those living long-term after a cancer diagnosis. As a result, the place of 
cancer is dynamic, oscillating between the past, present and future, and foreground 
ĂŶĚ ďĂĐŬŐƌŽƵŶĚ ŽĨ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ůŝǀĞƐ ?In terms of differences evident in the 
ŶĂƌƌĂƚŝǀĞƐ ŽĨ ƚŚŽƐĞ ĚŝĂŐŶŽƐĞĚ ĂŶĚ ƚŚĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ? / ĚŝƐĐƵƐƐ contrasting 
                                                        
35
 The individual cases share a common characteristic. They may be members of a group or examples 
of a phenomenon. This group or category is called the quintain (Stake, 2006). 
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ĂĐĐŽƵŶƚƐŽĨ ƚŚĞ ŝŵƉůŝĐĂƚŝŽŶƐŽĨ ƚŚĞ ƌĞƐƚƌŝĐƚŝŽŶƐĐĂŶĐĞƌ ƉůĂĐĞƐŽŶ ŝŶĚŝǀŝĚƵĂůƐ ? ůŝǀĞƐ ?
communication between loved ones, whether or not the individual diagnosed 
continues to search for the cause of cancer and the perceived place of cancer in the 
lives of those diagnosed. I draw the chapter to a close by discussing the findings in 
relation to existing research. In particular, I highlight how the findings could be used 
to build on existing models of survivorship, incorporating the oscillating, shifting 
and situated place of cancer in the lives of those living long-term after diagnosis. 
 
The legacy of cancer 
 
<ĂƚĞĂŶĚDŽŝƌĂďŽƚŚŵĞŶƚŝŽŶĞĚƚŚĂƚĐĂŶĐĞƌŚĂƐůĞĨƚĂ ‘ůĞŐĂĐǇ ?. A legacy is defined 
as  ‘ĂŶǇƚŚŝŶŐŚĂŶĚĞĚĚŽǁŶ ĨƌŽŵƚŚĞƉĂƐƚ ?36. This led me to consider the legacy of 
cancer experienced by the thirteen participants in the study. In this section, I 
describe the legacy of cancer through a discussion of the benefits and losses 
experienced by long-term survivors during this phase of the survivorship trajectory. 
 
EB (first interview): And how do you feel coming up to that [follow-up] appointment? 
 
Moira: Nervous. You do, you feel very nervous. I try not to think about it too much 
ďƵƚ Q ŝƚ ŵĂŬĞƐ ŵĞ ǀĞƌǇ ŶĞƌǀŽƵƐ ? Ă ĐŽƵƉůĞ ŽĨ ĚĂǇƐ ďĞĨŽƌĞŚĂŶĚ ďĞĐĂƵƐĞ ? ŽĨ ƚŚĞ ǀery 
ŶĂƚƵƌĞŽĨƚŚĂƚŬŝŶĚŽĨĐĂŶĐĞƌ ?ƚŚĂƚǇŽƵĚŽŶ ?ƚĨĞĞůŝůů ?^ŽǇŽƵĐĂŶďĞƉĞƌĨĞĐƚůǇĂůƌŝŐŚƚĂŶĚ
then you get this diagnosis, which is how I got my diagnosis in the first place. So I think 
ƚŚĂƚ ?ƐĂůĞŐĂĐǇƚŚĂƚƉƌŽďĂďůǇŵĂŬĞƐŵĞĨĞĞůŶĞƌǀŽƵƐ ? 
 
Kate (follow-up interview): ...I used to be ashamed about what had happened to my 
ďŽĚǇĂŶĚ /ĚŽŶ ?ƚŬŶŽǁǇĞƚ ŝĨ /ĂĐĐĞƉƚǁŚĂƚŚĂƐŚĂƉƉĞŶĞĚƚŽŵǇƐĞǆƵĂůŝƚǇ ? /ǁŽƵůĚŶ ?ƚ
ƐĂǇ/ ?ǀĞĂĐĐĞƉƚĞĚŝƚ ?^ŽƐŽƌƌǇ/ ?ǀĞďĞĞŶƐĂǇŝŶŐĞǀĞƌǇƚŚŝŶŐ ?ƐĂůůŐůĂƐƐŚĂůĨ-full but that is 
an enduring ůĞŐĂĐǇ ĂŶĚ Ă ŵĂũŽƌ ŽŶĞ ĂŶĚ / ĚŽŶ ?ƚ ŬŶŽǁ ǁŚĂƚ ƚŽ ĚŽ ĂďŽƵƚ ŝƚ ? ĂŶĚ ŝƚ ?Ɛ
going to have a major effect on my future.  
 
                                                        
36
 http://dictionary.reference.com/browse/legacy [Accessed July 11th 2012] 
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Benefits experienced during long-term cancer survivorship  
 
All thirteen participants mentioned that something good had come out of what was 
ĂďĂĚĞǆƉĞƌŝĞŶĐĞ ?,ŽǁĞǀĞƌ ?ǁŚĂƚƚŚĂƚ ‘ƐŽŵĞƚŚŝŶŐŐŽŽĚ ?ǁĂƐĚŝĨĨĞƌĞĚĂĐƌŽƐƐĐĂƐĞƐ ?
Participants described gains with respect to their sense of self, outlook on life and 
relationships, benefits as a result of their involvement with cancer charities and 
improvements to their lifestyles. 
 
Relationships 
 
Mary and Kate discussed how they now understand the importance of nurturing 
friendships, as they are an important source of support, both for themselves and 
their families. Research by Greenwald and McCorkle (2007) also found that long-
term cervical cancer survivors put more effort into relationships. A broader 
literature review on post-traumatic stress and growth in cancer survivorship also 
reported that cancer survivors invest increased time and effort in relationships (Jim 
and Jacobsen, 2008). Most participants feel they are closer to family members 
and/or their partners. For some, the future is now focused on their families; they 
are their most important priority. For example, Richard, Mary and Janet talked 
about wanting to live to see their children marry. Mary and Janet also mentioned 
how important it is to be a pro-active grandparent, sharing their values with their 
grandchildren. dŚĞ ŵĂũŽƌŝƚǇ ŽĨ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ĂůƐŽ ĨĞůƚ ƚŚĞƌĞǁĂƐ Ă ŐƌĞĂƚĞƌ
closeness between them and their loved ones, and that their relationships were 
stronger as a result of the cancer experience. Communication had improved in 
several relationships, partly through being forced to talk about, and manage, the 
consequences of treatment.  
 
Previous research has also reported that positive aspects of the cancer experience 
include long-term survivors becoming closer to family and friends, and more 
appreciative of their time together (Foley et al. 2006). Richard and Margaret 
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suggested that they are also more aƉƉƌĞĐŝĂƚŝǀĞ ŽĨ ŽƚŚĞƌ ƉĞŽƉůĞ ?Ɛ ƉƌĞƐƐƵƌĞƐ ĂŶĚ
ƐĞŶƐŝƚŝǀĞ ƚŽ ŽƚŚĞƌ ƉĞŽƉůĞ ?Ɛ ƐŝƚƵĂƚŝŽŶƐ  Wmore so than they were prior to their 
diagnoses.  
 
Self 
 
Most participants described how they have changed as a person, often for the 
better, as a result of cancer, albeit often within the context of other life events and 
their life stage. Several participants said they feel stronger and more confident as a 
result of the cancer experience. For example, Patricia said that cancer has 
 ‘ŚĂƌĚĞŶĞĚŚĞƌƵƉ ? - she does not let peoplĞ ‘ƚƌĂŵƉůĞ ? over her like they used to. A 
ĐŽƵƉůĞŽĨ  ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ĂůƐŽ ĨĞůƚĐĂŶĐĞƌŚĂĚĂƉƌŽĨŽƵŶĚĞĨĨĞĐƚŽŶƚŚĞŝƌ ůŽǀĞĚ
ones, making them stronger as a person. Other studies have highlighted that 
survivors report increased inner strength after a cancer diagnosis: they are more 
outspoken, decisive, confident, assertive, independent and less dependent on the 
approval of others during long-term survivorship (McGrath 2004b, Schroevers et al. 
2006, Mols et al. 2009b, Lelorain et al. 2010, Schroevers et al. 2011, Hubbard and 
Forbat 2012). Horgan et al. (2011) found that increased self-confidence appeared to 
emerge from reflecting on how breast cancer survivors managed the illness
37
, and 
from concluding that they had been courageous in doing so. Indeed, Angela feels 
that, through surviving cancer and other life events, such as divorce and other 
health concerns, she haƐ  ‘ĞĂƌŶĞĚ ? a new-found confidence and strength. She said 
 ‘ǇŽƵĨĞĞůƋƵŝƚĞƉƌŽƵĚŽĨƚŚĞǁĂǇǇŽƵ ?ǀĞĚĞĂůƚǁŝƚŚŝƚ ?ƚŚĞǁĂǇƚŚĂƚǇŽƵ ?ǀĞůĞƚŽƚŚĞƌ
ƉĞŽƉůĞƐĞĞƚŚĂƚŝƚŚĂƐŶ ?ƚŐŽƚǇŽƵ ? ?Participants also suggested that they are kinder, a 
better parent and partner, and less selfish around those close to them. Some also 
feel that they are more laid back as a result of their diagnosis, with Claire saying she 
ŝƐůĞƐƐ ‘>ŝƚƚůĞDŝƐƐK ? today.  
 
                                                        
37
 Breast cancer survivors were a mean of 4 years, 8 months post-diagnosis 
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In terms of their outlook on life, some participants talked about how their priorities 
ŚĂǀĞĐŚĂŶŐĞĚ ?&ŽƌĞǆĂŵƉůĞ ?<ĂƚĞƐĂŝĚŚĞƌƉƌŝŽƌŝƚŝĞƐĂƌĞ  ‘ĐƌǇƐƚĂůĐůĞĂƌ ? now. Facing 
cancer, and death, helped them put other life events into perspective. Cancer 
allowed Margaret to take stock. She said that facing death has enabled her to put 
things into perspective. Others said that they try not to let the little things bother 
them now. ƌŽƵŶĚ ŚĂůĨ ŽĨ ƚŚĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ƐĂŝĚ ĐĂŶĐĞƌ ŚĂĚ ƌĞŝŶĨŽƌĐĞĚ ĂŶ
existing positive outlook on life or resulted in changed priorities. Previous research 
has also reported that survivors reprioritise goals, for example, life goals over 
career, and focus on the important things in life (Carter 1993, Shapiro et al. 1997, 
Dow et al. 1999, Tomich et al. 2005, Bishop et al. 2011, Kahana et al. 2011). Indeed, 
ZŝĐŚĂƌĚ ƐĂŝĚ ŚĞ ŚĂƐ  ‘ĞŶĐĂƉƐƵůĂƚĞĚ ? his life. It is more focused on family, with less 
attention paid to the people on the periphery, or activities that he does not want to 
participate in. Participants are appreciative of life and how precious it is. Several 
described how they no longer take life for granted, and adopt a  ‘ŐĞƚ ŽƵƚ ĂŶĚ ĚŽ ? 
approach. These findings resonate with those reported by Rasmussen and Elverdam 
(2007) who found that the confrontation with death leads cancer survivors
38
 to 
appropriate time. They prioritise how and with whom the spent their time, usually 
focusing on family and friends. They also prioritise their own wants and needs, and 
are quicker at seeing through people to decide what kind of person they are. 
Prioritising who they spend time with, and what activities they engage in, is a way 
of taking control of time, as life is now more uncertain (Rasmussen and Elverdam 
2007).  
 
Cancer charity involvement and peer support 
 
Most participants are involved in some way with cancer charities. They described 
benefits to volunteering, fundraising, or working for these organisations. 
Involvement provides an opportunity to meet new people, and form new 
ƌĞůĂƚŝŽŶƐŚŝƉƐ ? DŽŝƌĂ ĂŶĚ WĂƚƌŝĐŝĂ ƐĂŝĚ ƚŚĞǇ ŚĂǀĞ ŵĞƚ  ‘loveůǇ ? people as a result of 
                                                        
38
 The sample included survivors living in the acute through to extended survivorship phases 
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their diagnoses which, according to them, is an unexpected benefit of entering the 
ĐĂŶĐĞƌ  ‘ǁŽƌůĚ ? ? DŽŝƌĂ ĚĞƐĐƌŝďĞĚ ŚŽǁ ƐŚĞ ĨĞĞůƐ Ă  ‘ĐŽŶŶĞĐƚŝŽŶ ? with other women 
with breast cancer. Other studies have found that ƐƵƌǀŝǀŽƌƐ ‘ĐŽŶŶĞĐƚ ? with a range 
of people that they would not have met had it not been for the cancer experience 
(McGrath 2004a) ?  DĞĞƚŝŶŐ ƉĞŽƉůĞ ĨƵƌƚŚĞƌ  ‘ĚŽǁŶ ƚŚĞ ůŝŶĞ ? ? as Patricia put it, 
provides a confidence boost and is a source of reassurance. Morris et al. (2011) 
found that the opportunity to form a connection with other survivors solidified their 
self-perception as a cancer survivor. Equally, comparing themselves to other 
survivors helped women re-evaluate their own situation more positively  W seeing 
other survivors doing well gave the women strength and confidence. This was 
certainly the case for some of the women in this study. Here we see evidence of the 
positive impact of upward social comparison. Social comparison theory posits that 
 ‘ďĞŝŶŐĂďůĞƚŽĐŽŵƉĂƌĞŽŶĞ ?ƐŽǁŶĞǆƉĞƌŝĞŶĐĞǁŝƚŚƐŝŵŝůĂƌŽƚŚĞƌƐŵĂǇŶŽƌŵĂůŝƐĞƚŚĞ
experience, provide positive role modelling, encourage health promoting 
behaviours and enhance self-ĞƐƚĞĞŵ ?  ?ĂŵƉďĞůůet al., 2004: 3). Upward 
comparison with those who have survived cancer can lead to hope and optimism, 
self-ŝŵƉƌŽǀĞŵĞŶƚĂŶĚĂ ‘ĐĂŶ-ĚŽ ?ĂƚƚŝƚƵĚĞ (Campbell et al. 2004). 
 
Involvement in projects, such as patient experience groups, has been both 
productive and rewarding to some participants, whilst others hope to save lives by 
raising awareness about cancer and campaigning for improved screening. Some 
participants mentioned that they get a sense of satisfaction from volunteering, for 
example, Richard talked about the pride he feels at being involved with cancer 
charities. He, like Moira, Sue and Claire, feels that he is giving something back to the 
cancer community and, in a sense, should give something back as time, money and 
effort was spent treating him. Moira and Richard referred to this phase of 
ƐƵƌǀŝǀŽƌƐŚŝƉĂƐ  ‘ƉĂǇďĂĐŬ ƚŝŵĞ ?. ĨĞǁ  ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? ƚĂůŬĞĚĂďŽƵƚŚŽǁĐŚĂƌŝƚǇ
work or volunteering provided their loved ones with a different focus in their lives. 
&ŽƌĞǆĂŵƉůĞ ?ŽŶĞŚƵƐďĂŶĚƐĂŝĚŚŝƐǁŝĨĞŶŽǁŚĂƐĂ ‘ƉĂƐƐŝŽŶ ?ĨŽƌŚĞůƉŝŶŐŽƚŚĞƌƐĂŶĚ
feels she now has a purpose in life. DĐ'ƌĂƚŚ ? ? ? ? ?Ă ?ĂůƐŽĨŽƵŶĚƚŚĂƚƐƵƌǀŝǀŽƌƐ ?ĨĞĞů
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a desire to make a difference to the lives of other people affected by cancer, for 
example, through volunteer work.  
 
The activities participants are involved in have provided them with a host of new 
experiences, such as giving presentations, appearing on television and participating 
in fundraising activities. For some, their involvement is a way to keep their minds 
active and distract them from the ongoing consequences of treatment. For 
example, by campaigning for a national screening programme, Richard feels that he 
is has a purpose, and by reviewing literature for a cancer charity, Malcolm and Janet 
keep up-to-date with clinical developments and gain valuable information about 
their own cancer.  
 
Lifestyle 
 
Several participants said they are healthier today, engaging in physical activity and 
following a healthy diet. Some have to do this to manage the impact of cancer 
treatment on their bowel and/or bladder function but others have adopted a 
healthy lifestyle as a way to manage the risk and fear of recurrence. A more 
detailed discussion of lifestyle changes associated with risk and fear of recurrence is 
presented later in this chapter. 
 
Losses experienced during long-term cancer survivorship  
 
Whilst all thirteen survivors described benefits or gains, they have also experienced 
losses as a result of canĐĞƌ ?ĂŶĐĞƌŚĂƐŚĂĚĂŶĞŐĂƚŝǀĞŝŵƉĂĐƚŽŶƉĂƌƚŝĐŝƉĂŶƚƐ ?ƐĞŶƐĞ
of self, outlook on life, relationships and physical functioning. 
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Relationships 
 
 ůŝƚĞƌĂƚƵƌĞ ƌĞǀŝĞǁďǇK ?DĂŚŽŶĞǇĂŶĚĂƌƌŽůů  ? ? ? ? ? ? ƌĞƉŽƌƚ Ě ƚŚĂƚĂ ĚŝĂŐŶŽƐŝƐŽĨ
breast cancer affects partners ? ĐŽŵŵƵŶŝĐĂƚŝŽŶ ? ƚŚĞŝƌ ƐĞǆƵĂů ƌĞůĂƚŝŽŶƐŚŝƉ ĂŶĚ ƌŽůĞ
identities. They suggested that the strongest predictor of problems in relationships 
after a cancer diagnosis is the quality of the relationship prior to diagnosis. Patricia 
and Kate experienced marital breakdown post-ƚƌĞĂƚŵĞŶƚ ?/ŶƐƵƉƉŽƌƚŽĨK ?DĂŚŽŶĞǇ
ĂŶĚ ĂƌƌŽůů ?Ɛ  ? ? ? ? ? ? ĂƐƐĞƌƚŝŽŶ ? ďŽƚŚ ŚĂĚ ƉƌŽďůĞŵƐ ŝŶ ƚŚĞŝƌ ƌĞůĂƚŝŽŶƐŚŝƉƐ ƉƌŝŽƌ ƚŽ
diagnosis, however cancer seems to have been a catalyst for the breakdown of 
these relationships.  
 
Loss of sexual functioning, and relationship and intimacy concerns, were dealt with 
in different ways by the survivors in this study. Roger sought advice, discussing his 
concerns with his consultant who referred him to a sexual therapist, whilst Kate 
does not know where to go for advice and support and Malcolm ignores the 
problem. In their commentary of social well-being after cancer, Hara and Blum 
 ? ? ? ? ? ? ĐŽŵŵĞŶƚĞĚ ƚŚĂƚ ƐƵƌǀŝǀŽƌƐ ƐŽŵĞƚŝŵĞƐ ƉĞƌĐĞŝǀĞ ƚŚ ŵƐĞůǀĞƐ ĂƐ  ‘ĚĂŵĂŐĞĚ
ŐŽŽĚƐ ? ǁŚŝĐŚ  ‘ĐŽŵƉůŝĐĂƚĞƐ ƚŚĞŝƌ ĂƚƚĞŵƉƚƐ ƚŽ ƉƵƌƐƵĞ Žƌ Ğ-establish intimate 
ƌĞůĂƚŝŽŶƐŚŝƉƐ ?  ? ? ? ? ? P ? ? ?dŚŝƐ ŝƐĐĞƌƚĂŝŶůǇƚŚĞĐĂƐĞĨŽƌ<ĂƚĞ ?ǁŚŽĚĞƐĐƌŝďĞĚŚŽǁƐŚĞ
 ‘ĚŝǀŽƌĐĞĚ ? herself from her lower body after treatment, and feels that others 
ƉĞƌĐĞŝǀĞ ĐĞƌǀŝĐĂů ĐĂŶĐĞƌ ĂƐ Ă  ‘ĚŝƌƚǇ ĐĂŶĐĞƌ ?. This makes embarking on a new 
relationship frightening as, at some point, she will have to share her cancer 
experiences with a new partner and is worried about their reaction. 
 
Few participants reported a lack of understanding from those close to them, 
although some did mention that their loved ones would not be able to understand 
what they have been through because they have not been through cancer 
themselves. Related to this, a ĐŽƵƉůĞ ŽĨ  ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? ĐŽŵŵĞŶƚĞĚ ƚŚĂƚ ƚŚĞŝƌ
loved ones probably put on a façade at times. They interpreted this as the person 
diagnosed trying to protect them from what they were experiencing or feeling. In 
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some cases this did appear to be the case but in others the façade was related to 
those diagnosed not wanting to talk about how they were feeling because they did 
not feel their loved ones would understand. 
 
KĨ ƚŚĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? / ƐƉŽŬĞ ƚŽ ? ƚŚĞƌĞ ĚŝĚŶŽƚ ƐĞĞŵ ƚŽ ďĞ ĞǀŝĚĞŶĐĞ ŽĨ ƚŚĞŵ
perceiǀŝŶŐ ƚŚŽƐĞ ĚŝĂŐŶŽƐĞĚ ĂƐ  ‘ŽŵĞŶƐ ŽĨ ŚĂǌĂƌĚ ?(McKenzie and Crouch 2004) or 
avoiding discussions about cancer and its consequences. If anything, it was those 
diagnosed that avoided talking to their loved ones about how they were feeling, 
ĞŝƚŚĞƌ ĨŽƌ ĨĞĂƌ ŽĨ ƵƉƐĞƚƚŝŶŐ Žƌ ǁŽƌƌǇŝŶŐ ƚŚĞŵ ? Žƌ ƉĞƌĐĞŝǀŝŶŐ ƚŚĂƚ ƚŚĞŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌ ?ĨŽƵŶĚŝƚĚŝĨĨŝĐƵůƚƚŽƚĂůŬĂďŽƵƚĐĂŶĐĞƌ ? This being said, there was an example 
in the study of what Horlick-:ŽŶĞƐ  ? ? ? ? ? ? ƌĞĨĞƌƌĞĚ ƚŽ ĂƐ  ‘ĐŽŵƉĂƐƐŝŽŶ ĨĂƚŝŐƵĞ ? ?
DĂůĐŽůŵ ŵĞŶƚŝŽŶĞĚ ƚŚĂƚ ƐŽŵĞŽĨŚŝƐ ĨƌŝĞŶĚƐŚĂǀĞ  ‘ĐĂŶĐĞƌ ĨĂƚŝŐƵĞ ? where they no 
longer want to hear him talk about his cancer experience. It could be that, to them, 
DĂůĐŽůŵŝƐĂŶ ‘ƵŶǁĞůĐŽŵĞŽŵĞŶŽĨŚĂǌĂƌĚ ?ǁŚĞƌĞǀŽŝĐŝŶŐĐŽŶĐĞƌŶƐŽƌĨĞĂƌƐĂďŽƵƚ
cancer is discouraged (McKenzie and Crouch 2004).  
 
Roles and priorities appear to have changed within a couple of families, with one 
ǁŝĨĞ ŝŶƉĂƌƚŝĐƵůĂƌƐĂǇŝŶŐƚŚĂƚƐŚĞŶŽǁƚĂŬĞƐŽŶĂ  ‘ŵŽƚŚĞƌ-ƚǇƉĞ ?ƌŽůĞĂŶĚŚĂƐƚŽďĞ
strong for her husband because he is fearful of recurrence and the ongoing side 
effects of treatment.  
 
Further discussion of the impact on relationships, in particular, whether those living 
long-term after a cancer diagnosis experience Little et al ? ?Ɛ ? ? ? ? ? ?ůŝŵŝŶĂůĞůĞŵĞŶƚŽĨ
 ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ? ?ŝƐƉƌĞƐĞŶƚĞĚŝŶƚŚĞĚŝƐĐƵƐƐŝŽŶ ?ŚĂƉƚĞƌ ? ? ? ? 
 
Self 
 
Several participants, including Sue, Mary, Moira and Andy, described a loss of 
confidence regarding their health. They fear cancer recurrence when they are ill, in 
part because they did not feel ill when they were diagnosed. Sue and her husband 
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described how she is slightly obsessive about preventing the spread of illness today, 
perhaps because when she is ill, it takes her longer to recover.  
 
>ŽƐƐ ŽĨ ĐŽŶĨŝĚĞŶĐĞ ƌĞŐĂƌĚŝŶŐ ŽŶĞ ?Ɛ ďŽĚǇ ŝŵĂŐĞ ǁĂƐ ĚŝƐĐƵƐƐĞĚ ďǇ Ă ŵŝŶŽƌŝƚǇ ŽĨ
ƉĂƌƚŝĐŝƉĂŶƚƐ ĂŶĚ ƚŚĞŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ? DŽŝƌĂ ĚĞƐĐƌŝďĞĚ ŚŽǁ ƐŚĞ ŝƐ ŵŽƌĞ ƐĞůĨ-
conscious in the summer, when she is out in public wearing a swimming costume, 
as she is acutely aware that others can see she has had a mastectomy. During the 
summer, her private self (which she has come to terms with) is thrust into the 
public, which serves to remind her that she had breast cancer. The wider breast 
ĐĂŶĐĞƌ ůŝƚĞƌĂƚƵƌĞ ƚĂůŬƐ ĂďŽƵƚ ŚŽǁ ǁŽŵĞŶ ŵŝŐŚƚ ĨĞĞů  ‘ŵĂƌŬĞĚ ? ďǇ ƚŚĞ ĚŝƐĞĂƐĞ
(Langellier 2001). I would argue that this is the case for Moira, but primarily when 
her body is on public view. In contrast, Patricia wondered how different she might 
feel had she not had a reconstruction. A successful reconstruction was a key turning 
point for her as she wĂƐĂďůĞƚŽĞƐƚĂďůŝƐŚĂ ‘ŶĞǁŵĞ ?. She said she was  ‘ďĂĐŬƚŽǁŚĂƚ
/ǁĂƐ ?/ƚ ?ƐŶŽƚƌĞĂů ?ďƵƚŝƚ ?Ɛ ?ŝƚŝƐƌĞĂůŝŶĂŶŽƚŚĞƌǁĂǇ ? ?The impact of losing a testicle 
did not appear to affect Andy at this point in his survivorship trajectory. This is in 
contrast to a study by Skoogh et al. (2011) who found that long-term survivors of 
testicular cancer who had undergone an orchidectomy experienced feelings of loss, 
uneasiness and shame, particularly if they had not been offered a prosthesis. Andy 
was given a prosthesis and, although he initially experienced different sensations, 
he has been able to remain sexually active. His sense of masculinity is maintained 
because he was able to have children, but also because only one testicle was 
removed. He speculated that he would have felt emasculated if both testicles had 
been removed. Finally, Kate described how she felt maimed by her cancer diagnosis 
ĂŶĚƚƌĞĂƚŵĞŶƚ ?ƚŚĂƚĂ ‘ŶƵĐůĞĂƌǁĂƌ ? had occurred in her pelvic region. These feelings 
have abated over time but they still affect how she feels about herself today, and 
that has implications for her ability to engage in a new relationship. 
 
KƚŚĞƌ ƉĞƌĐĞŝǀĞĚ ŶĞŐĂƚŝǀĞ ŝŵƉůŝĐĂƚŝŽŶƐ ŽĨ ĐĂŶĐĞƌ ŽŶ ƐĞůĨ ĚĞƐĐƌŝďĞĚ ďǇ  ‘ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌƐ ?ŝŶĐůƵĚĞĚƚŚĞŝŵƉĂĐƚĐĂŶĐĞƌŚĂƐŚĂĚŽŶĨĂŝƚŚ ?ǁŝƚŚŽŶe husband saying that 
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ŚŝƐ ǁŝĨĞ ?Ɛ ĨĂŝƚŚ ŚĂƐ ďĞĞŶ  ‘ĚĞŶƚĞĚ ? ďǇ ĐĂŶĐĞƌ ? /Ŷ ƚĞƌŵƐ ŽĨ ŽƵƚůŽŽŬ ? ŽŶĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌ ? ĚŝƐĐƵƐƐĞĚ ŚŽǁ ƉůĂŶŶŝŶŐ ĂŚĞĂĚ ŶŽǁ ƐƵĨĨĞƌƐ ĂƐ Ă ĚŝƌĞĐƚ ƌĞƐƵůƚ ŽĨ ƚŚĞ ĐĂŶĐĞƌ
diagnosis.  One husband felt that his wife did not want to plan for the future in case 
something happened which would prevent them from doing what they had 
intended.  
 
Consequences of cancer and its treatment - implications for physical functioning 
 
The main negative consequence of cancer and its treatment during the long-term 
survivorship phase is ongoing impaired physical functioning. Based on a review of 
longitudinal and cross-sectional data, Harrington et al. (2010) found that cancer 
survivors sometimes experience consequences of treatment more than ten years 
post-treatment. As the title of their review clearly reveals:  ‘/ƚ ?ƐŶŽƚŽǀĞƌǁŚĞŶ ŝƚ ?Ɛ
over ?(Harrington et al. 2010). Macmillan Cancer Support also highlighted the long-
term consequences of cancer and its treatment in a report titled  ‘ƵƌĞĚ - but at 
ǁŚĂƚ ĐŽƐƚ ? ?(2013). The report highlights that whilst there are over two million 
ƉĞŽƉůĞ ůŝǀŝŶŐ ǁŝƚŚ ĐĂŶĐĞƌ ŝŶ ƚŚĞ h< ƚŽĚĂǇ ? ŶŽƚ Ăůů ŽĨƚŚĞŵ ĂƌĞ  ‘ůŝǀŝŶŐ ǁĞůů ? ?Some 
long-term and late effects of cancer and its treatment were reported by participants 
ŝŶƚŚŝƐƐƚƵĚǇ ?ŝŶĐůƵĚŝŶŐ ‘chemo-ĨĞǀĞƌ ? (fatigue) which prevents Sue from working full-
time and engaging in an active social life;  ‘ĐŚĞŵŽ-ďƌĂŝŶ ? which forced Malcolm to 
retire; loss of sensation in the fingers, which prevents several participants from 
carrying out tasks such as threading a needle; impaired bladder and bowel function; 
lymphoedema and bone-thinning, which can cause discomfort and pain, and even 
ƉƌĞǀĞŶƚ ŝŶĚŝǀŝĚƵĂůƐ ĨƌŽŵ ĐĂƌƌǇŝŶŐ ŽƵƚ ƉŚǇƐŝĐĂů ĂĐƚŝǀŝƚŝĞƐ ?  ŵŝŶŽƌŝƚǇ ŽĨ  ‘ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌƐ ?ĂůƐŽĚĞƐĐƌŝďĞĚŚŽǁƚŚĞĐŽŶƐĞƋƵĞŶĐĞƐŽĨĐĂŶĐĞƌĂŶĚŝƚƐƚƌĞĂƚŵĞŶƚŝŵƉĂĐƚĞĚ
on ƚŚĞŝƌ ůŽǀĞĚŽŶĞƐ ?ĂďŝůŝƚǇ ƚŽĞŶŐĂŐĞ ŝŶĐĞƌƚĂŝŶĂĐƚŝǀŝƚŝĞƐ ƚŚĞǇŚĂĚƉĂƌƚŝĐŝƉĂƚĞĚ ŝŶ
prior to cancer.  
 
This being said, most of the participants in this study are able to go about their daily 
lives despite these ongoing consequences of treatment, which they may experience 
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daily or intermittently. For example, both Malcolm and Janet have recovered well 
after colorectal cancer, establishing normal eating and bowel habits (as per 
Rozmovits and Ziebland, 2004) but from time-to-time they may experience the 
consequences of surgery, such as a need to rush to the toilet as a result of 
something they ate. In Janet anĚ<ĂƚĞ ?ƐĐĂƐĞƐ ?ƚŚĞůĂƐƚŝŶŐůĞŐĂĐǇŽĨƚŚĞŝƌĚŝĂŐŶŽƐŝƐŝ
checking for blood every day. Taylor et al ?  ? ? ? ? ? ? ƌĞĨĞƌ ƚŽ ƚŚŝƐ ĂƐ  ‘ŐƵĂƌĚŝŶŐ ?  W 
heightened monitoring for signs and symptoms. Survivors adopt new behaviours to 
have a more dependable and controlled body (Taylor et al. 2010). Katie, Janet and 
Malcolm have learnt over the years to avoid certain foods to manage the 
consequences of surgery on bowel functioning.  
 
The consequences of treatment also impact on travel, which was something 
ĚŝƐĐƵƐƐĞĚ ďǇ ďŽƚŚ ƚŚŽƐĞ ĚŝĂŐŶŽƐĞĚ ĂŶĚ ƚŚĞŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ? Richard and 
Malcolm talked about how their ability to travel is limited. Long-haul flights are out 
of the question, in part due to the need to take various pieces of medical 
equipment with them and the need to be close to a private toilet. For Richard, I 
think a desire to be close to his medical team is also a contributing factor.  
 
Legacy of lingering uncertainty 
 
Through the cross-case analysis, I identified a core theme underpinning the cancer 
narratives. An underlying sense of lingering uncertainty was evident in all of the 
ƉĂƌƚŝĐŝƉĂŶƚƐ ?ĂĐĐŽƵŶƚƐ ?Much of the uncertainty is linked to concerns for the future, 
however, it manifests itself in different ways and to different extents from 
participant to participant. The main manifestation of lingering uncertainty is an 
awareness, by all in the study, of the possibility of cancer recurrence. Further 
discussion of this, and other manifestations of lingering uncertainty, is presented 
below.  
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Risk and fear of recurrence  
 
Concerns about recurrence were evident in all of the cancer narratives. However, 
the extent of these concerns differs from participant to participant, as do the ways 
they manage the risk of recurrence (actions), cope with the anxiety/fear of 
recurrence (strategies), and the resultant impact of these concerns during the long-
term survivorship phase. Fear of recurrence seems to range from a general 
acknowledgment that individuals could be touched by cancer again, but it is not 
something that prays on their mind, through to a strong sense that cancer will come 
back. Fear of recurrence can relate to recurrence of the same cancer, a second 
cancer due to treatments received or metastatic disease, and this also differs across 
accounts. 
 
The risk and fear of recurrence prays on the minds of Janet, Mary, Kate, Andy and 
ZŝĐŚĂƌĚ ?ƐĂůƌĞĂĚǇĚŝƐĐƵƐƐĞĚŝŶŚĞƌ ‘ƌĞƐƚŽƌŝĞĚ ?ĂĐĐŽƵŶƚ ?:ĂŶĞƚĚĞƐĐƌŝďĞĚĂ ‘niggling 
ůŝƚƚůĞ ĨĞĂƌ ? about recurrence, which stems from the fact that she does not know 
what caused her cancer. As such, she said she does not know what to do to prevent 
ŝƚĨƌŽŵƌĞƚƵƌŶŝŶŐ ?:ĂŶĞƚĂůƐŽĨĞĞůƐƐŚĞŝƐ ‘ƉƌŽŶĞ ? to cancer as a result of other cancer 
episodes experienced by her and her family. Mary said she feels she is more likely 
than not to get cancer again. She feels unsure about the signs and symptoms of 
recurrence to look out for, which adds to the uncertainty. She recently experienced 
a persistent pain in her stomach, for which she was undergoing tests at the time of 
our follow-up interview. Kate described a fear of recurrence that is compounded by 
the fact that she has started smoking again. She feels that God will punish her for 
squandering her second chance at ůŝĨĞ ?^ŚĞĞǆƉĞƌŝĞŶĐĞƐ ‘ƐƉŝŬĞƐ ? of fear, for example, 
when she smokes or feels a pain in the site of her cancer. Andy has an ongoing fear 
of recurrence, linked to the fact that he feels cancer is the disease that everyone is 
his family dies from. This is despite healthcare professionals telling him he was 
ĐƵƌĞĚ ? ,Ğ ĨĞĞůƐ ƚŚĂƚ ĐĂŶĐĞƌ ŝƐ ǁŝƚŚŝŶ ǇŽƵ ?ƉŽƚĞŶƚŝĂůůǇ  ‘ďƌĞǁŝŶŐ ?. Even now, fifteen 
years post-ƚƌĞĂƚŵĞŶƚ ? ǁŚĞŶŚĞ ŝƐ ŝůů ? ŶĚǇ ?Ɛ ĨŝƌƐƚ ƚŚŽƵŐŚƚ ŝƐƚŚĂƚ ĐĂŶĐĞƌŚĂƐ ĐŽŵĞ
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back. Finally, Richard feels he can onlǇƐĂǇŚĞŝƐĨƌĞĞŽĨĐĂŶĐĞƌ ‘ĂƚƚŚĞŵŽŵĞŶƚ ?  W he 
ǁŝůůŶĞǀĞƌďĞƚŽƚĂůůǇĨƌĞĞ ?ĂŶĚĨĞĂƌƐĐĂŶĐĞƌǁŝůů ‘ƉŽƉƵƉ ? somewhere at some point. 
 
EB (follow-up interview): ...I was just wondering whether you worry today about 
recurrence? 
 
Kate: I do, I do, I do. I do worry about that and I worry about the fact that the 
treatment, you know, the chemo radiation... oh sorry, going back to your last question 
and how I feel today, of course, chemo radiation has, carries a risk of bowel cancer 
later on, recurring cancers in the pelvic region, caused by the chemo radiation, so 
ƚŚĂƚ ?ƐĂŶŽƚŚĞƌƌĞĂƐŽŶ ?ǇŽƵŬŶŽǁ ? / ?ŵƉƌĞƚƚǇƵƉƐĞƚ /ŚĂĚĐŚĞŵŽƌĂĚŝĂƚŝŽŶƌĂƚŚĞƌ ƚŚĂŶ
surgery... I became, there was one thing in favour of having the chemo radiation, in 
that someone said it sterilises the whole area, that was doctor speak again, so I sort of 
ĨĞůƚ ?ŝŶƐŽŵĞǁĂǇƐ ?ŝƚĨĞůƚůŝŬĞƚŚĞƌĞŚĂĚďĞĞŶĂŶƵĐůĞĂƌǁĂƌŝŶŵǇƉĂŶƚƐ ? ? ?/ƐƵƉƉŽƐĞŝƚ ?Ɛ
more safe from recurrence from that point of view. But in the early years I was 
obsessed with recurrence, I was terrified. Every time I had a pain I was, you know. I 
mean if I have a pain now, you know, it always flashes through my mind, is it a 
ƌĞĐƵƌƌĞŶĐĞ ?ĂŶĚƚŚĞǇƐĂǇ ŝĨ ŝƚ ?ƐƐƚŝůůƚŚĞƌĞ ŝŶ  ?ǁĞĞŬƐ ?ǇŽƵŬŶŽǁĂŶĚŝƚŶĞǀĞƌ ŝƐ ?ƚŽƵĐŚ
wood.  
 
For the majority of the participants in this study, there is an acknowledgement that 
cancer could come back, but they do not dwell on it or let it pray on their minds. 
DĂůĐŽůŵƐĂŝĚŚĞĚŽĞƐŶŽƚĨĞĞůƚŚĞƌĞĂƌĞĂŶǇ ‘ůŝŶŐĞƌŝŶŐ ?cells in his body that could 
cause a recurrence. Margaret feels that if cancer does come back, it will not be in 
her breast as she was successfully treated for that cancer. Patricia did not appear 
worried about recurrence, although she acknowledged that cancer could come 
back. She feels that she has had her  ‘ƚƵƌŶ ?. Equally, Angela is not scared that cancer 
will come back, but is aware that it could, highlighting the experience of a friend 
who had a recurrence nine years after her first diagnosis. Claire feels that her risk of 
developing cancer is now the same as everyone else. Moira said cancer does not 
keep her up at night however, she said that if she were diagnosed again, unlike her 
ĚŽĐƚŽƌƐǁŚŽǁŽƵůĚƐĂǇŝƚǁĂƐĂ  ‘ŶĞǁ ?ĐĂŶĐĞƌ ?ƐŚĞǁŽƵůĚĨĞĞů ŝƚǁĂƐƌĞůĂƚĞĚƚŽŚĞƌ
original diagnosis.  
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Sue is aware of the long-term implications of some of the treatments she received, 
for example, that she is now vulnerable to other cancers. However, her job provides 
ŚĞƌǁŝƚŚĂ ‘ƌĂƚŝŽŶĂůŬŶŽǁůĞĚŐĞ ? of ovarian cancer, which helps lessen her concerns 
about what might happen in the future. Also, linked to the fact that she was 
diagnosed with early stage ovarian cancer, she knows from talking to other women 
that it could have been worse, and that her future is brighter than that of women 
diagnosed with more advanced cancer. Finally, whilst Roger did not talk specifically 
about his fears of recurrence, recent reengagement with the healthcare system for 
a PSA test demonstrates that he is still concerned about recurrence eleven years 
post-treatment. Angela, Moira, Claire and Patricia all mentioned that if they were 
diagnosed again, they feel they would be able to deal with it. Angela said she knows 
what to expect now, and Moira, Claire and Patricia hoped they would cope in the 
same way they did the first time.  
 
Patricia (follow-up interview):  ? ? ?/ĚŽŶ ?ƚƐŽƌƚŽĨƚŚŝŶŬ “ŽŚŐŽƐŚ ?ŝƚ ?ƐŐŽŝŶŐƚŽĐŽŵĞďĂĐŬ ? ?
/Ĩ ŝƚ ĚŽĞƐ ? / ŐŽƚ ƚŚƌŽƵŐŚ ŝƚ ŽŶĐĞ ĂŶĚ ƚŚĞƌĞ ?Ɛ ŶŽ ƌĞĂƐŽŶ ǁŚǇ / ǁŽƵůĚŶ ?ƚ ŐĞƚ ƚŚƌŽƵŐŚ ŝƚ
again.  But I think if it was going to come back it would have come back between the 
two and five yĞĂƌƐ ? ĂůƚŚŽƵŐŚ / ŚĂǀĞ ŚĞĂƌĚ ƉĞŽƉůĞ ? ƚŚĞƌĞ ǁĂƐ ƐŽŵĞďŽĚǇ ǁŚŽ ŝƚ ?Ɛ
ƌĞĐƵƌƌĞĚĨŝǀĞƚŝŵĞƐ ?Ƶƚ/ĚŽŶ ?ƚƐŽƌƚŽĨǁŽƌƌǇĂďŽƵƚŝƚŶŽǁ ? 
 
As the most common manifestation of lingering uncertainty, Figures 9.1 and 9.2 
highlight strategies participants employ to cope with the ongoing fear of 
recurrence, and manage the risk of recurrence. The actions and strategies 
highlighted here are a combination of those mentioned specifically by participants, 
but also those interpreted as such through my analysis. 
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Figure 9.1: Strategies for coping with the fear of recurrence 
Awareness of symptoms of recurrence: checking breasts, for blood, etc. 
Keeping busy/distractions 
Seeking information/advice 
Attending screening/follow-up: reassurance, feeling they are being monitored 
ComparinŐƚŚĞŵƐĞůǀĞƐƚŽŽƚŚĞƌƐ PĨĞĞůŝŶŐƚŚĞǇŚĂĚďĞĞŶĚŝĂŐŶŽƐĞĚǁŝƚŚĂ ‘ŐŽŽĚ ?ĐĂŶĐĞƌ 
Giving it time: fear recedes over time, learning to live with it 
Adopting a positive attitude: thinking they would deal with recurrence in the same way as the 
original diagnosis, fighting spirit 
Acknowledging that cancer was caught early 
 
Figure 9.2: Strategies for managing the risk of recurrence 
Giving it time: awareness that risk is reduced with time since diagnosis 
Following treatment protocols e.g. Arimidex, Tamoxifen, avoiding HRT 
Seeking information/advice 
Acknowledging that the site of cancer has been removed, thus feeling it will not come back there e.g. 
hysterectomy; prostatectomy, mastectomy, etc. 
Trying to ascertain the cause of cancer and then eliminating the contributing factors 
Managing diet/lifestyle: reduce stress, remain active, maintain a healthy weight, eat five-a-day, eat 
less fatty food, eat less red meat, reduce alcohol intake, drink pomegranate juice 
Attending screening/follow-up: reassurance, feeling they are being monitored 
 
Several participants talked about how their fear of recurrence has abated over time. 
Kate said that time does its  ‘ƵƐƵĂů ŚĞĂůŝŶŐ ƚŚŝŶŐ ? and the fear of recurrence has 
ůĞƐƐĞŶĞĚ ŽǀĞƌ ƚŝŵĞ ? ,ŽǁĞǀĞƌ ? ƐŚĞ ĚŽĞƐ ĞǆƉĞƌŝĞŶĐĞ  ‘ƐƉŝŬĞƐ ? of fear, for example, 
ǁŚĞŶƐŚĞ ĨĞĞůƐĂƉĂŝŶŽƌ ǁŚĞŶƐŚĞ ƐŵŽŬĞƐ ?ƐŶĚǇƉƵƚ ŝƚ ?ǇŽƵŚĂǀĞ ƚŽ  ‘learn to 
ĚĞĂů ? with the fear, and that can only be achieved by giving it time.  
 
The perception of cause appears linked to the strategies individuals employ to 
manage that risk and fear. Margaret and Mary perceived stress to be a causal factor 
in their diagnosis so they actively attempt to reduce the amount of stress in their 
lives. For example, Mary has just resumed meditation, taking time out of her busy 
day to focus on herself. Kate speculated that HPV was the cause of her cervical 
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cancer. Based on her perception of the cause of cancer, Kate manages her risk by 
not engaging in an intimate relationship.  
 
Identifying how to manage the risk of recurrence has been particularly difficult for 
those who have not been able to find a cause or explanation for their cancer. 
However, a positive to this is that some participants, including Janet and Richard, 
have adopted a healthy lifestyle regardless  W as a way of doing something to try and 
prevent recurrence. Janet mentioned that she eats more than the recommended 
 ‘ĨŝǀĞĂĚĂǇ ?ĂŶĚƌĞŵĂŝŶƐĂĐƚŝǀĞĂƐƐŚĞŚĂƐƌĞĂĚƚŚĂƚƉŽŽƌĚŝĞƚĂŶĚďĞŝŶŐŽǀĞƌǁĞŝŐŚt 
are risk factors for colorectal cancer. Richard drinks pomegranate juice as he read 
that it might reduce the risk of prostate cancer recurrence. He said  ‘/ ?ŵĚŽŝŶŐŵǇ
ďĞƐƚƚŽŵĂŬĞƐƵƌĞƚŚĞĚĂŵŶƚŚŝŶŐĚŽĞƐŶ ?ƚĐŽŵĞďĂĐŬ ? ? 
 
,ŽǁĞǀĞƌ ? ‘ŬŶŽǁŝŶŐ ?ƚŚĞĐĂƵƐĞŽĨĐancer does not necessarily reduce the fear that it 
might come back, even if there appears to be a way to prevent it. For example, 
Margaret manages stress in her life and, as a result, cancer does not worry her day-
to-day. On the other hand, Kate continues to experience a strong fear of 
recurrence, despite perceiving HPV to be the cause of cervical cancer and not 
engaging in sexual activity which she believed spread HPV. As such, there is no 
discernible pattern between perception of cause and fear of recurrence. This being 
said, those who have no idea why they were diagnosed with cancer continue to 
experience a strong fear of recurrence, which is understandable as they can only 
speculate about what they can do to reduce their risk of it coming back.  
 
Will cancer be my cause of death?  
 
ĂŶĐĞƌ ŚĂƐ ĐŽŵƉŽƵŶĚĞĚ ŶĚǇ ?Ɛ ĨĞĂƌ ŽĨ ĚĞĂƚŚ ĂŶĚ ĚǇŝŶŐ ĂŶĚ ? ĂƐ ƐƵĐŚ ? ŚĞ ŚĂƐ Ă
bleaker view of the future. ,ĞĨĞĞůƐƚŚĂƚĐĂŶĐĞƌǁŝůů ‘ƌĞĂƌŝƚƐŚĞĂĚ ? again, as several 
family members have died from cancer. Also, his perception of cancer as a little 
 ‘ƉŝŶŚĞĂĚ ĨůŽĂƚŝŶŐĂƌŽƵŶĚ ŝŶǇŽƵƌ ďŽĚǇ ?, which then settles and develops mean he 
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ĨĞĞůƐ ĐĂŶĐĞƌ ŝƐ ƉŽƚĞŶƚŝĂůůǇ  ‘ďƌĞǁŝŶŐ ? within him. As already discussed, Janet feels 
 ‘ƉƌŽŶĞ ? to cancer as a result of cancer deaths in her family and the cancer episodes 
ƐŚĞ ŚĂƐ ƉĞƌƐŽŶĂůůǇ ĞǆƉĞƌŝĞŶĐĞĚ ? Ɛ ƐƵĐŚ ? ƐŚĞ ŚĂƐ Ă  ‘ŶŝŐŐůŝŶŐ ĨĞĂƌ ?of recurrence. 
Andy and Janet feel, therefore, that cancer is the disease in their family and will 
ultimately be their cause of death.  
 
Will side effects continue indefinitely?  
 
For several participants, the ongoing consequences of cancer treatment are a 
source of uncertainty and have the potential to affect their futures. Sue described 
how she has to  ‘ůŝǀĞ ǁŝƚŚŝŶ ŚĞƌ ďŽƵŶĚĂƌŝĞƐ ? ƚŽĚĂǇ ? ĂŶĚ ƚŚĂƚ  ‘chemo-ĨĞǀĞƌ ? means 
that she cannot push herself: 
 
EB (follow-up interview): You also mentioned that you feel that you have to live within 
your boundaries more, you mentioned the tiredness, and what you can do day-to-day. 
Do you experience any other boundaries, is there anything else you feel restricts what 
you do day-to-day now? 
 
^ƵĞ P/ƚŚŝŶŬŝƚ ?ƐƚŚĞƚŝƌĞĚŶĞƐƐĂŶĚƚŚĞŐĞƚƚŝŶŐŝůůƋƵŝĐŬůǇŝĨ/ďĞĐŽŵĞŽǀĞƌƚŝƌĞĚŝs the main 
ƐŽƌƚŽĨ ƚŚŝŶŐƚŚĂƚ ?Ɛ ůĞĨƚŽǀĞƌ ? :ƵƐƚŚĂǀŝŶŐƚŽƉĂĐĞǇŽƵƌƐĞůĨĂůů ƚŚĞƚŝŵĞ ?ĂŶĚ ũƵƐƚďĞŝŶŐ
aware that you have to look after yourself a bit more than you otherwise would. Cos 
ǇŽƵ ĚŽŶ ?ƚ ŬŶŽǁ ǁŚĂƚ ?Ɛ ĂƌŽƵŶĚ ƚŚĞ ĐŽƌŶĞƌ ? Ƶƚ ŽŶ ƚŚĞ ŽƚŚĞƌŚĂŶĚ ? ǇŽƵ ĚŽŶ ?ƚ ŬŶŽǁ
ǁŚĂƚ ?ƐĂƌŽƵŶĚƚŚĞĐŽƌŶĞƌďƵƚǇŽƵ ?ǀĞŐŽƚƚŽƉĂĐĞǇŽƵƌƐĞůĨĐŽƐǇŽƵƉƌŽďĂďůǇĂƌĞĐƵƌĞĚ
ƐŽǇŽƵ ?ǀĞŐŽƚƋƵŝƚĞĂďŝƚŽĨǇŽƵƌůŝĨĞůĞĨƚĂŶĚǇŽƵ ?ǀĞŐŽƚƚŽďĞǁĞůůĞŶŽƵŐŚƚŽĚĞĂůǁŝƚŚ
that. If that makes sense?  
 
As already mentioned, Richard experiences ongoing urological problems. Of 
concern is that he could develop a resistance to the antibiotics he is prescribed to 
clear the infections he develops as a result of self-catheterisation. If the urological 
ƉƌŽďůĞŵƐ ĐŽŶƚŝŶƵĞ ? ZŝĐŚĂƌĚ ?Ɛ ůŝĨĞ ǁŝůů ďĞ ƌĞƐƚƌŝĐƚĞĚďy his immobility, inability to 
travel long distances and requirement to be near a clean, private toilet at all times. 
However, thinking positively, Richard said that if he can overcome the urological 
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problems he experiences, he will be able to engage in some of the activities he had 
done previously. 
 
Future sexual function and relationships  
 
Patricia and Kate talked about the legacy of cancer on their relationships, with both 
ǁŽŶĚĞƌŝŶŐǁŚĞƚŚĞƌƚŚĞǇǁŝůůŵĞĞƚĂŶĞǁƉĂƌƚŶĞƌ ?WĂƚƌŝĐŝĂ ?ƐŵĂƌƌŝĂŐĞďƌŽŬĞĚŽǁŶ ?
in part, as a result of her cancer diagnosis. She was divorced around the five-year 
point and, as a consequence, moved to be closer to her children and grandchildren. 
However, despite an active social life, Patricia said she is lonely and would like to 
meet someone to share her life with. Ongoing sexual functioning and relationship 
ŝƐƐƵĞƐ ĐůŽƵĚ <ĂƚĞ ?Ɛ ĨƵƚƵƌĞ ? ^ŚĞ ĂƐƐŽĐŝĂƚĞƐ ƐĞǆ ǁŝƚŚ ĚĞĂƚŚ ? ĚƵĞ ƚŽ ƚŚĞ ƉŽƚĞŶƚŝĂů
spread of HPV, which she feels was the cause of her cervical cancer. Kate has not 
fully accepted what has happened to her body and sexuality and wonders if she will 
have another sexual relationship. She admitted that this legacy will have bearing on 
her future.  
 
ŚŝůĚƌĞŶ ?ƐƌŝƐŬŽĨĚĞǀĞůŽƉŝŶŐĐĂŶĐĞƌ 
 
Over half of the participants in the study described a sense of lingering uncertainty 
ĨŽƌƚŚĞŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? ?ŶĚǇ ?:ĂŶĞƚ ?ZŝĐŚĂƌĚ ?^ƵĞ ?DĂƌǇ ?ŶŐĞůĂĂŶĚDŽŝƌĂall 
ǀŽŝĐĞĚĐŽŶĐĞƌŶƐĂďŽƵƚƚŚĞĨĂĐƚƚŚĂƚƚŚĞǇŵĂǇŚĂǀĞŝŶĨůƵĞŶĐĞĚƚŚĞŝƌĐŚŝůĚƌĞŶ ?ƐƌŝƐŬŽĨ
developing cancer in the future. For this they feel guilty. Richard said that he would 
 ‘ďĂĚŐĞƌ ? ŚŝƐ ƐŽŶ ƚŽŚĂǀĞ Ă W^ ƚĞƐƚ ?DĂƌǇ ŝƐǁŽƌƌŝĞĚ ƚŚĂƚ ƐŚĞ ŚĂƐƉĂƐƐĞĚŽŶ  ‘bad 
ŐĞŶĞƐ ? to her children. However, from a positive perspective, Janet said it is 
reassuring to know that her cancer is not hereditary and that healthcare 
professionals will be monitoring her daughter in the future.  
 
DĂƌǇ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P ? ? ?/ĐĞƌƚĂŝŶůǇĨĞůƚĐŽŶĐĞƌŶ ?ƚŚĞĨĂĐƚď ĐĂƵƐĞ/ ?ĚŚĂĚĐĂŶĐĞƌƚŚĂƚ/
was then iŶĨůƵĞŶĐŝŶŐŽƵƌĐŚŝůĚƌĞŶ ?ƐĐŚĂŶĐĞƐŽĨŚĂǀŝŶŐŝƚ ?ĂŶĚƚŚĂƚ ?ƐĂŚŽƌƌŝďůĞƚŚŝŶŐƚŽ
ĨĞĞůǇŽƵ ?ƌĞƉĂƐƐŝŶŐŽŶƉŽƚĞŶƚŝĂůůǇďĂĚŐĞŶĞƐŽƌǁŚĂƚĞǀĞƌ ? 
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Not planning for the future 
 
Three of the four gynaecological cancer participants said that they do not plan for 
the future, but the reasons for this differ. Sue is pessimistic by nature. She feels that 
the future is not going to be as long as she once thought. In effect, she feels her life 
expectancy has been reduced as a result of her cancer diagnosis. Mary does not 
plan ahead because she wants to value the moment. This attitude is historical, 
borne prior to her cancer diagnosis, when some family friends were killed in an 
ĂĐĐŝĚĞŶƚ ? ,ŽǁĞǀĞƌ ? ŝƚ ĐŽƵůĚ ĂůƐŽ ďĞ ĂƐƐŽĐŝĂƚĞĚǁŝƚŚ DĂƌǇ ?ƐƉĞƌĐĞƉƚŝŽŶ ƚŚĂƚ ƐŚĞ ŝƐ
ůŝǀŝŶŐŽŶ ‘borrowed time ? ?^ŚĞƐĂŝĚŝƚĚŽĞƐŶŽƚĂĨĨĞĐƚƚŚĞǁĂǇƐŚĞůŝǀĞƐĚĂǇ-to-day, 
but she may be valuing the moment because she is unsure about the future.  
 
Claire (follow-ƵƉ ŝŶƚĞƌǀŝĞǁ ? P  ? ? ?/ ƚŚŝŶŬ ? ŝĨ ĂŶǇƚŚŝŶŐ ? ŝƚ ?Ɛ ŵĂĚĞ ŵĞ Ă ďĞƚƚ ƌ ƉĞƌƐŽŶ
because before this I would plan everything out, know what I was doing, I am still Miss 
KďƵƚŶŽƚƚŽƚŚĂƚƉŽŝŶƚ ?ŶĚŶŽǁ ?/ ?ŵůŝŬĞ “'ŽĚǇŽƵĚŽŶ ?ƚŬ ŽǁǁŚĂƚ ?ƐĂƌŽƵŶĚƚŚĞ
ĐŽƌŶĞƌƐŽůĞƚ ?ƐŶŽƚǁŽƌƌǇĂďŽƵƚƚŚĂƚ ?ĂŶĚůĞƚ ?ƐŶŽƚƉůĂŶƚŚĂƚĨƌ ĂŚĞĂĚďĞĐĂƵƐĞǇŽƵũƵƐƚ
ĚŽŶ ?ƚ ŬŶŽǁ ? ? dŚĂƚ ?Ɛ ƉƌŽďĂďůǇ ƚŚĞ ŽŶůǇ ǁĂǇ ŶŽǁ ŝƚ ?Ɛ ĐŚĂŶŐĞĚ ŵǇ ůŝĨĞ ? Žƌ ĂĨĨĞĐƚĞĚ ŵǇ
life. 
 
Other health conditions are of more concern than cancer 
 
As already discussed, some participants experience a loss of certainty about their 
health, which is associated with not having any symptoms when they were initially 
diagnosed. As a result, when they are ill they fear it could be a recurrence. 
However, several participants feel that other health conditions are likely to have 
more of an impact on them in the future than cancer. Malcolm was diagnosed with 
diabetes after his cancer diagnosis and feels that diabetes, and its corresponding 
health risks, such as heart problems and stroke, are more likely to have an impact 
on his future health than cancer. In fact, he does not think that cancer (the disease 
at least) will have any impact on his future. Patricia is more concerned about 
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maintaining her mobility than cancer. She was relieved when she was diagnosed, 
ĂŶĚĨĞĞůƐƚŚĂƚƐŚĞŚĂƐŚĂĚŚĞƌ ‘turn ? ?^ŚĞŚĂƐŚĂĚŽƉĞƌĂƚŝŽŶƐŽŶďŽƚŚŬŶĞĞƐĂŶĚŚĂƐ
osteoporosis, which prevent her from engaging in certain activities, such as 
swimming and gardening. She is concerned that these conditions will prevent her 
from engaging in an active social life in the future.  
  
EB (first interview): And do you think about the risk of recurrence?  
 
Malcolm: My chances of recurrence, because after I was diagnosed with the cancer, I 
was also diagnosed later on with Type II diabetes, so my chances of having a stroke or 
a coronary are higher than having a recurrence of cancer. 
 
EB: So there are other health conditions that are at the forefront of your mind? 
 
Malcolm: No, not at the forefront of my mind, but they are logically, you know, those 
risks are higher. 
 
Ageing is more of a concern than cancer 
 
Linked to the discussion above, growing older, its associated health problems and 
an ability to remain active, were of concern to Roger, Margaret, Angela and Sue. 
Roger said that frankly, as a man in his mid-70s, his future is limited and that he has 
already outlived his biblical  ‘ƚŚƌĞĞƐĐŽƌĞǇĞĂƌƐĂŶĚƚĞŶ ?. However, he hopes that he 
has another ten years in him and that he will die of old age rather than anything 
else. Margaret is worried about developing dementia but she is also concerned 
about ageing and how her body will react. She hopes to remain flexible and mobile. 
To manage the uncertainty inherent in getting older, Margaret tries to live a healthy 
and active life. Angela is also concerned about ageing, particularly the impact bone-
thinning might have on her ability to maintain her independent, active lifestyle. She 
is aware that her children may have to look after her in the future, so she wishes 
they would not worry so much about her now. Finally, Sue talked about how she 
does not want to live life in pain or discomfort when she gets older. She also 
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mentioned that she feels that as she gets older, she will have to limit the amount of 
walking she does, which is a popular pastime for her family. 
 
DĂƌŐĂƌĞƚ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P/ŵĞĂŶŶŽǁ/Ăŵ ?ĂŶĚŝƚ ?ƐŵŽƌĞĐŽŶƐĐŝŽƵƐďĞĐĂƵƐĞŽĨƐtroke 
and being slightly overweight and things like that, and finding that my joints are 
ďĞŐŝŶŶŝŶŐƚŽŐĞƚƉĂŝŶĨƵůĂŶĚǇŽƵƚŚŝŶŬ “ŽŚŐŽĚŽůĚĂŐĞ ? ? ?/ƚŚŝŶŬ “ŽŚĚŽŶ ?ƚǁĂŶƚƚŽŐĞƚ
ŽůĚ ? ?  ŶĚ ƚŚĞŶ ǇŽƵ ƚŚŝŶŬ ŶŽ DĂƌŐĂƌĞƚ ? ŝƚ ?Ɛ ũƵƐƚ ďĞĐĂƵƐĞ ƚŚŝŶŐƐ ĂƌĞ ĐŚĂŶŐŝŶŐ ŝn your 
body, you need some more exercise, you need to do this, take a few vitamins, you 
know. 
 
>ŝŶŐĞƌŝŶŐƵŶĐĞƌƚĂŝŶƚǇĨƌŽŵƚŚĞƉĞƌƐƉĞĐƚŝǀĞŽĨ ‘ƐŝŐŶŝĨ ĐĂŶƚŽƚŚĞƌƐ ? 
 
ƐĞŶƐĞŽĨůŝŶŐĞƌŝŶŐƵŶĐĞƌƚĂŝŶƚǇǁĂƐĂůƐŽĞǀŝĚĞŶƚŝŶƚŚĞŵĂũŽƌŝƚǇŽĨƚŚĞ ‘ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌ ?accounts. George mentioned that the future was much more uncertain in the 
aftermath of cancer:  ‘ŝƚ ?ƐĂŶĂŶǆŝŽƵƐĂŶĚƵŶĐĞƌƚĂŝŶƚŝŵĞ ?ďƵƚŽǀĞƌƚŝŵĞƚŚĞƐĞĨĞĞůŝŶŐƐ
ůĞƐƐĞŶ ? ?,ŽǁĞǀĞƌ ?ƐŽŵĞ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ƐƵŐŐĞƐƚĞĚƚŚĂƚĞƐĞŶƐĞŽĨƵŶĐĞƌƚĂŝŶƚǇ
was still strong and present in the lives of those close to them. As reported by 
participants diagnosed with cancer, the main manifestation of lingering uncertainty 
ĚĞƐĐƌŝďĞĚďǇ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ǁĂƐĨĞĂƌŽĨƌĞĐƵƌƌĞŶĐĞ ?^ŚĞŝůĂƐĂŝĚƚŚĂƚĐĂŶĐĞƌǁĂƐ
not over for her ŚƵƐďĂŶĚ ĂƐ  ‘ŝƚ ŽďǀŝŽƵƐůǇ ƐƚĂǇƐ ŝŶ ŚŝƐ ŚĞĂĚ ?ĂŶĚ ŚĞ ŝƐ  ‘always 
ĨƌŝŐŚƚĞŶĞĚ ŝƚ ?Ɛ ŐŽŝŶŐ ƚŽ ĐŽŵĞ ďĂĐŬ ?. In contrast, Geoff suggested that cancer 
ƌĞĐƵƌƌĞŶĐĞǁĂƐĂ ‘ǀĞƌǇƌĞĂůƉŽƐƐŝďŝůŝƚǇ ? for both of them, but as long as they remain 
vigilant, fear of recurrence is not something that affects their lives all the time.  
Likewise, Lucy mentioned that  ‘ƚŚĞƌĞ ?ƐĂůǁĂǇƐŐŽŝŶŐƚŽďĞƚŚĂƚŚŽƌƌŝďůĞŶŝŐŐůĞŝŶƚŚĞ
back of your mind that it might come back ? ?&ŽƌĂĐŽƵƉůĞŽĨ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ǁŚŽ
have loved ones still involveĚ ŝŶƚŚĞĐĂŶĐĞƌ  ‘ǁŽƌůĚ ? ?ƚŚĞǇƚŽŽĚĞƐĐƌŝďĞĚŚŽǁƚŚŽƐĞ
individuals are reminded that cancer could come back. Peter and Penny said that 
their loved ones hear stories of people who have experienced a recurrence, or died. 
Peter therefore concluded that recurrence was a  ‘ƉƌĞƐĞŶƚƉŽƐƐŝďŝůŝƚǇ ? compounded 
ďǇ ƚŚĞ ĨĂĐƚ ƚŚĂƚ ƉĞŽƉůĞ ǁŚŽ ŚĂǀĞ ĨŝŶŝƐŚĞĚ ƚƌĞĂƚŵĞŶƚ ĂƌĞ ƐĂŝĚ ƚŽ ďĞ  ‘in remission 
ƌĂƚŚĞƌ ƚŚĂŶ ŚĞĂůĞĚ ? ?  These examples demonstrate the different levels of 
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ƵŶĐĞƌƚĂŝŶƚǇ ƉĞƌĐĞŝǀĞĚ ďǇ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ƌĞŐĂƌĚŝŶŐ ĨĞĂr of recurrence, ranging 
from a strong fear to a general acknowledgement that cancer could return.  
 
Other manifestations of uncertainty include uncertainty about future health. Linked 
to getting older, Geoff said that he and his wife live with a sense that both of them 
could be affected by ill health. They deal with this uncertainty through not being 
complacent; always seeking medical advice if they are concerned. Peter said that his 
wife is pessimistic about her future health, questioning whether some of the aches 
and pains she experiences are due to getting older or linked to cancer and its 
treatment.  
 
Uncertainty was also evident with respect to whether the side effects of treatment 
will continue. Sheila is concerned about how long her husband can keep fighting for, 
trying to overcome the side effects he experiences. She also wonders whether there 
will be a time in the future when they will be able to get back some semblance of 
the life they had prior to cancer. In contrast, Peter queries whether his wife will be 
able to carry on with certain activities that she loves, such as walking. Penny also 
touched on the ongoing discussions her friend has about whether she should have 
reconstructive surgery. They have been having such conversations for many years, 
and Penny feels they will continue to do so. 
 
Finally, Peter touched on the uncertainty his wife feels about planning ahead. She 
does not like to make plans for fear that something will happen to prevent those 
plans materialising  W  ‘she will always foresee the worst happening and I think she, 
cos she hears and encounters the slice of life where the worst has happened, it does 
ĚĂƌŬĞŶŚĞƌǀŝĞǁŽĨƚŚŝŶŐƐƌĞĂůůǇ ? ? 
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The place of cancer in long-term cancer survivorship  
 
The analysis subsequently led me to consider the place of cancer in the lives of 
participants, in terms of whether it is in their past, present or future (the continuity 
ĚŝŵĞŶƐŝŽŶ ŽĨ ůĂŶĚŝŶŝŶ ĂŶĚ ŽŶŶĞůůǇ ?Ɛ  ? ? ? ? ? ? ƚŚƌĞĞ-dimensional narrative inquiry 
space), or indeed in the foreground or background of their lives (Frank 1995).  
Evidence from this study suggests that the place of cancer in long-term survivorship 
is not static or fixed. It can oscillate between the foreground and background. All 
participants described events or episodes that remind them they were diagnosed 
with ĐĂŶĐĞƌĂŶĚǁŚĂƚƚŚĞǇŚĂǀĞďĞĞŶƚŚƌŽƵŐŚ ?/ƚ ŝƐƚŚĞƐĞ ‘ƌĞĂůŝƚǇĐŚĞĐŬƐ ? (as Mary 
called them) that initiate this oscillation, as do, in some cases, other life events. 
Whilst several participants felt that cancer was generally at the back of their mind, 
i.e. they did not dwell on it, or it did not pray on their mind, certain reminders 
would bring cancer to the foreground. For others, cancer is always at the forefront 
of their mind, for reasons including an ongoing fear of recurrence, constantly 
checking for symƉƚŽŵƐ ?ĂŶĚŵĂŶĂŐŝŶŐƚŚĞĐŽŶƐĞƋƵĞŶĐĞƐŽĨƚƌĞĂƚŵĞŶƚ ?dŚĞ ‘reality 
ĐŚĞĐŬƐ ?that temporarily pull cancer into the present, or perpetuate its place in the 
present, are presented below (Figure 9.3). 
 
 ‘ZĞĂůŝƚǇĐŚĞĐŬƐ ? PƌĞŵŝŶĚĞƌƐŽĨĐĂŶĐĞƌ 
 
&ŝŐƵƌĞ ? ? ? P ‘ZĞĂůŝƚǇĐŚĞĐŬƐ ?ĞǆƉĞƌŝĞŶĐĞĚďǇƉĂƌƚŝĐŝƉĂŶƚƐ 
 ‘ZĞĂůŝƚǇĐŚĞĐŬ ? Cancer or 
life event 
&ƌĞƋƵĞŶĐǇ ‘ƌĞĂůŝƚǇĐŚĞĐŬ ?ŝƐ
experienced 
Pain/symptoms 
Consequences of cancer treatment 
Follow-up appointments/screening 
Meeting/talking to other people with cancer 
Reading or watching stories about cancer 
Illness 
Low/anxious points in life 
Cancer 
Cancer 
Cancer 
Cancer 
Cancer 
Life 
Life 
Ongoing/intermittent 
Ongoing/intermittent 
Intermittent 
Ongoing/intermittent 
Intermittent 
Intermittent 
Intermittent 
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Pain/symptoms 
 
About half of the participants in the study described how experiencing a pain or 
symptom in the area where they had cancer, or were treated, makes them think 
about the possibility of recurrence. How much they worry is, in part, dependent on 
whether the pain or symptom persists. The majority who mentioned it knew that if 
the pain/symptom lasted for two or three weeks, they should consult a healthcare 
professional. A minority also wonder whether pain is a symptom of metastatic 
disease. For example, Richard, who was diagnosed with prostate cancer, mentioned 
that if he gets a pain near to where he received treatment, his first thought is that 
the cancer has spread to his spine, which he acknowledged  ‘ŝƐƌƵďďŝƐŚ ?ŝƚŚĂĚŶ ?ƚ ?ǇŽƵ
know it was back pain and it went aǁĂǇ ďƵƚ ƚŚĂƚ ?Ɛ ƚŚĞ ŬŝŶĚ ŽĨ ƚŚŝŶŬŝŶŐ ? ƉĞƌǀĞƌƐĞ
ƚŚŝŶŬŝŶŐ ? ƚŚĂƚ ǇŽƵ ŐĞƚ ǁŚĞŶ ǇŽƵ ?ƌĞ ĐŽŶƐƚĂŶƚůǇ ǁŽƌƌŝĞĚ ƚŚĂƚ ŝƚ ?Ɛ ŐŽŝŶŐ ƚŽ ƉŽƉ ƵƉ
ƐŽŵĞǁŚĞƌĞĞůƐĞ ? ? 
 
DĂůĐŽůŵ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P/ĚŽŶ ?ƚĚǁĞůůŽŶŝƚ ?ŵŽƐƚŽĨƚŚĞƚŝŵ  ?ũƵƐƚŽĐĐĂƐŝŽŶĂůůǇ ?ƚŚĞƌĞ
is always that little nag that you get an ache or a pain. That will never go away because 
ǇŽƵ ĂůǁĂǇƐ ŬŶŽǁ ƚŚĂƚ ƚŚĞƌĞ ŝƐ Ă ƐůŝŐŚƚ ƌŝƐŬ ŽĨ ? ? ? ďƵƚ ŝƚ ĐĞƌƚĂŝŶůǇ ĚŽĞƐŶ ?ƚ ƉƌĂǇ ŽŶ ŵǇ
mind. 
 
Consequences of cancer treatment 
 
The consequences of cancer treatment, such as bowel and bladder problems, serve 
as a reminder of cancer to around half of the participants in the study. For some, 
the consequences of cancer serve as a constant reminder (Janet, Richard, Kate). For 
others, they are reminded from time-to-time (Malcolm, Roger, Angela, Moira).  
 
Kate (follow-up interview): Apart from the bladder legacy, which terrifies me and 
makes me think about cancer, about blood, I would say I do think about it every day 
ďĞĐĂƵƐĞ/ ?ŵĐŽŶƐƚĂŶƚůǇůŽŽŬŝŶŐĂƚŵǇƵƌŝŶĞĂŶĚƚŚŝŶŬŝŶŐ “ŝƐŝƚƉŝŶŬ ? ? 
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Malcolm (first interview): ...[cancer] was something I had, it was something I was 
treated for, there are some long-ƐƚĂŶĚŝŶŐ ƐŝĚĞ ĞĨĨĞĐƚƐ ? ŵŽƐƚ ŽĨ ƚŚĞ ƚŝŵĞ ƚŚĞǇ ?ƌĞ
ĐŽƉĂďůĞǁŝƚŚ ? ƚŚĞƌĞĨŽƌĞǇŽƵ ŝŐŶŽƌĞ ƚŚĞŵ ?ĐŽƐ ƚŚĞǇ ?ƌĞŶŽƚŝŶ ĞƌĨĞƌŝŶŐ ǁŝƚŚĚĂǇ-to-day 
life. Occasionally they do. 
 
Follow-up appointments/screening 
 
Follow-up appointments and cancer screening serve as a reminder to some 
participants that they had been diagnosed with cancer. When a follow-up 
appointment is coming up, Claire said  ‘ƚŚĂƚ ?ƐǁŚĞŶ ?Ăůůof a sudden, you remember 
 “'ŽĚ ǇĞĂŚ / ŚĂĚ ĐĂŶĐĞƌ ? ?. She went on to say:  ‘:ƵƐƚ ƉƌŽďĂďůǇ ůĞĂĚŝŶŐ ƵƉ ƚŽ ĂŶ
ĂƉƉŽŝŶƚŵĞŶƚ ?ǇŽƵŐĞƚĂůŝƚƚůĞďŝƚ “ŽŚ'ŽĚŚĞƌĞǁĞŐŽĂŐĂŝŶ ? ?ďĂĐŬƚŽƚŚĞƌĞ ? ? ? ? Going 
ĨŽƌ Ă ŵĂŵŵŽŐƌĂŵ ? DĂƌŐĂƌĞƚ ƐĂŝĚ P  ‘/ ƐƵƉƉŽƐĞ ƚŚĞƌĞ ?Ɛ Ă ďŝƚ ŽĨ ĂŶǆŝĞƚǇ... there was 
ĂůǁĂǇƐ ƚŚĂƚ ďŝƚ Ăƚ ƚŚĞ ďĂĐŬ ŽĨ ǇŽƵƌ ŵŝŶĚ ? ? ? ? Linked to the fact that Moira did not 
have any symptoms, she feels nervous before follow-ƵƉĂƉƉŽŝŶƚŵĞŶƚƐ ‘because, of 
ƚŚĞǀĞƌǇŶĂƚƵƌĞŽĨƚŚĂƚŬŝŶĚŽĨĐĂŶĐĞƌ ?ƚŚĂƚǇŽƵĚŽŶ ?ƚĨĞĞůŝůů ?^ŽǇŽƵĐĂŶďĞperfectly 
alright and then ǇŽƵ ŐĞƚ ƚŚŝƐ ĚŝĂŐŶŽƐŝƐ ? ?However, once she has been, she is 
reassured. 
 
Conversely, Janet and Angela do not look at follow-up appointments as a means of 
checking for recurrence, as most participants in the study described, but a way of 
reaffirming that the cancer has still gone. Angela still has yearly follow-up 
appointments, but feels this has had a positive effect on her, partly because doctors 
ĂƌĞ ‘ƐĂǇŝŶŐ “ǇŽƵ ?ƌĞĨŝŶĞ ?ŐŽĂǁĂǇ ?ǁĞĚŽŶ ?ƚŶĞĞĚƚŽƐĞĞǇŽƵĨŽƌĂǇĞĂƌ ? ?dŚĂƚ ?ƐĨŝŶĞ
ďǇŵĞ ? ďƵƚĂůƐŽƚŚĞŽŶŐŽŝŶŐĂƉƉŽŝŶƚŵĞŶƚƐƌĞĂƐƐƵƌĞŚĞƌďĞĐĂƵƐĞ ‘they just keep an 
eye on you ? ? 
 
EB (follow-up interview): Actually, linked to, I had a question about when you go for 
your CT scans or colonoscopies, I was just wondering how you feel when you know 
ǇŽƵ ?ƌĞ ĂƉƉƌŽĂĐŚŝŶŐ ƚŚĂƚ ƚŝŵĞ ĂŶĚ ŚĂǀĞ ƚŽ ŐŽ ĨŽƌ ƚŚĂƚ ƐĐĂŶ ? ĂŶĚƚŚĞŶ ŚŽǁ ǇŽƵ ĨĞĞů
ǁŚĞŶǇŽƵ ?ƌĞǁĂŝƚŝŶŐĨŽƌƚŚĞƌĞƐƵůƚƐŽĨŝƚ ? 
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:ĂŶĞƚ P  ? ? ?/ ƚŚŝŶŬ ƚŚĞƌĞ ?Ɛ ĂůǁĂǇƐ Ă ƐůŝŐŚƚ ŶĞƌǀŽƵƐŶĞƐƐ ďĞĨŽƌĞŚĂŶĚ ? ǁŚĞŶ ǇŽƵ ŐĞƚ ƚŚĞ
ĂƉƉŽŝŶƚŵĞŶƚƚŚƌŽƵŐŚ ?ǇŽƵŬŶŽǁ ?ƚŚŝŶŬŝŶŐ “ǁŽŶĚĞƌǁŚĂƚƚŚŝƐŝƐŐŽŝŶŐƐŚŽǁƵƉ ?ďƵƚŽŶ
ƚŚĞŽƚŚĞƌŚĂŶĚ ?ƚŚĞƌĞ ?ƐĂůŵŽƐƚ ?/ǁŽƵůĚŶ ?ƚĐĂůůŝƚĞǆĐŝƚĞŵĞŶƚ ?ƚŚĂƚ ?ƐŶŽƚƚŚĞƌŝŐŚƚǁŽƌĚ ?
ďƵƚŝƚ ?ƐĂůŵŽƐƚĂƐĞŶƐĞŽĨĂŶƚŝĐŝƉĂƚŝŽŶ ?ƚŚĂƚ “ǇĞƐ ?ŝƚ ?ƐĂŶŽƚŚĞƌǇĞĂƌ ?ǇŽƵŬŶŽǁ ? “/ ?ǀĞŐŽƚ
ƚŚŝƐĨĂƌ ?ĨŽƌŝŶƐƚĂŶĐĞ ?ƚŚŝƐǇĞĂƌ ?I think I just have a CT scan which presumably will be 
ĂƌŽƵŶĚEŽǀĞŵďĞƌƚŝŵĞĂŶĚ/ǁŝůůƚŚŝŶŬ “ŐƌĞĂƚ ?ƚŚĂƚ ?Ɛ ?ǇĞĂƌƐ ?ďƵƚǇĞƐ ?ǇŽƵƚŚĞŶ ?ǁŝƚŚ
ƚŚĞdƐĐĂŶǇŽƵ ?ǀĞƚŚĞŶŐŽƚƚŽǁĂŝƚ Q 
 
EB: I can only imagine, that sense of wanting to know. 
 
Janet: That sense of doom (laughs). But [the oncologist] was brilliant about that, she 
used to get her secretary to ring up, in fact, she rang me herself once, cos the secretary 
ǁĂƐďƵƐǇ ?ƵƚũƵƐƚŐĞƚƚŝŶŐƚŚĂƚƉŚŽŶĞĐĂůů ?ŝƚ ?ƐůŝŬĞĂďƵƌĚĞŶďĞŝŶŐůŝĨƚĞĚ ?ŶĚǇŽƵƚŚŝŶŬ
 “ǇĞƉ ?ŚĞƌĞǁĞŐŽ ?ŐŽƚĂŶŽƚŚĞƌǇĞĂƌ ? ? 
 
Meeting/talking to other people with cancer 
 
Meeting other people who have been diagnosed with cancer has positive and 
negative connotations for the participants in this study. They might meet other 
people affected by cancer in their day-to-day lives (for example, family, friends, 
etc.), during the course of their work, or if they are involved with cancer charities in 
some capacity. From a positive perspective, meeting other people affected by 
cancer serves to reassure participants, or give them a confidence boost, to say they 
ŚĂǀĞ  ‘ŵĂĚĞ ŝƚ ? (Margaret, Patricia, Moira and Janet). The downside is that it can 
bring back memories of their own cancer experience, remind them that they are 
still a  ‘ŵĞŵďĞƌ ŽĨ ƚŚĂƚ ĐůƵď ? as Sue put it, serve as a reminder that the risk of 
recurrence is very real and generate feelings of survivor guilt. 
 
Patricia said  ‘/ĨŝŶĚ ?ĂƚƚĞŶĚŝŶŐĐĂŶĐĞƌŵĞĞƚŝŶŐƐŝƐ ?ŶŝĐĞďĞĐĂƵƐĞŝƚŬĞĞƉƐŵĞŝŶƚŽƵĐŚ
ĂŶĚ ŝƚ ĂůƐŽ ŵĂŬĞƐ ŵĞ ƚŚŝŶŬ / ?ǀĞ ƐƵƌǀŝǀĞĚ ? Ă ůŽƚ ŽĨ ƚŚĞƐĞ ƉĞŽƉůĞ Ăƌe just on their 
journey.  She also mentioned that being involved with cancer charities is reassuring. 
^ĞĞŝŶŐŽƚŚĞƌƉĞŽƉůĞǁŚŽĂƌĞũƵƐƚďĞŐŝŶŶŝŶŐƚŚĞŝƌ ‘ũŽƵƌŶĞǇ ? gives her the confidence 
to say that she has survived:  ‘ǁŚĞŶ/ĨŝƌƐƚǁĞŶƚƚŽ ?ĂĐĂŶĐĞƌĐŚĂƌŝƚǇ ? and I met people 
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who were ten years down the line, it gave me confidence, as I now give other people 
ĐŽŶĨŝĚĞŶĐĞ ? ?She reiterated this in the follow-ƵƉŝŶƚĞƌǀŝĞǁƐĂǇŝŶŐ P ‘It reassesses your 
ĐŽŶĨŝĚĞŶĐĞƚŽƐŽƌƚŽĨƐĂǇ “/ ?ǀĞŵĂĚĞŝƚ ? ? ? 
 
Related to her job, Sue sometimes thinks  “ŽŚ ŝƚ ĐŽƵůĚ ŚĂǀĞ ďĞĞŶ ŵĞ ? - and asks 
herself "why am I ok?" Sometimes patients will say something that will  ‘Ɛƚŝƌ ƵƉ
ŵĞŵŽƌŝĞƐ ? for her. Equally, Sue sometimes still feels like a  ?ŵĞŵďĞƌ ŽĨ ƚŚĂƚ ĐůƵď ? ?
When talking to people, something they say 'sort of hits me and I think "ooh I 
remember that"'. Similarly, through her work with a breast cancer charity, Moira 
often meets women who are undergoing treatment and that triggers memories of 
her own experience, particularly if they are having chemotherapy, which she found 
distressing and debilitating.  
 
Mary (follow-ƵƉŝŶƚĞƌǀŝĞǁ ? P Q/ŵĞĂŶƚŚĂƚ ?ƐďĞĞŶĂƌĞĂůŝƚǇĐŚĞĐŬŝŶƐŽĨĂƌĂƐǁŝƚŚŝŶƚŚĞ
 ?ƉĂƚŝĞŶƚ ĞǆƉĞƌŝĞŶĐĞ ? ĐŽŵŵŝƚƚĞĞ ? ǁĞ ?ǀĞ ĐƵƌƌĞŶƚůǇ ŐŽƚ ƚǁŽ ŵĞŵďĞƌƐ ǁŚŽ ?ǀĞ ŐŽƚ Ă ?
ƌĞĚŝĂŐŶŽƐĞĚ ǁŝƚŚ ĐĂŶĐĞƌ ĂŶĚ ƚŚĂƚ ?Ɛ ĐĞƌƚĂŝŶůǇ ďĞĞŶ Ă ƌĞĂůŝƚǇĐŚĞĐŬ ĨŽƌ ŵĞ ? ĂŶĚ Ă ƌĞĂů
sadness for them. 
 
Reading or watching stories about cancer 
 
Some participants mentioned that if they read something in a newspaper or 
magazine, or see something about cancer on television, it triggers memories of their 
cancer diagnosis. Margaret reads obituaries in the newspaper and said she is always 
surprised by the number of people who have died from breast cancer  ‘ĂŶĚ / ?ŵ
ƚŚŝŶŬŝŶŐ “ďůŽŽĚǇŚĞůů ?ƚŚĂƚĐŽƵůĚŚĂǀĞďĞĞŶŵĞ ? ? ? 
 
Janet (first interview): ...if I hear on the television or read in a magazine or anything, or 
ƚŚĞŶĞǁƐƉĂƉĞƌ ?ŽĨƐŽŵĞďŽĚǇǁŚŽ ?ƐĚŝĞĚŽĨƚŚĞĐĂŶĐĞƌƚŚĂƚ/ ?ǀĞŚĂĚ ? ? ?/ĚŽĨŝŶĚƚŚĂƚŝƚ
hits me and I feel low when I see that somebody has actually died. 
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Illness 
 
Linked to experiencing pain/symptoms associated with cancer is illness more 
generally. Moira and Andy described that when they are ill, they wonder whether 
their illness is more than just a chest infection or sore throat, and that it could be 
canceƌ ?tŚĞŶDŽŝƌĂŝƐŝůů ?ƐŚĞǁŽŶĚĞƌƐ “oooh could it be something else ? ?^ŚĞƌĞĨĞƌƐ
to this as a legacy of having cancer,  ‘ƐŽƚŚĞŵŝŶƵƚĞƐŽŵĞƚŚŝŶŐĚŽĞƐŶ ?ƚŐŽĂǁĂǇĂƐ
ƋƵŝĐŬůǇĂƐŝƚƐŚŽƵůĚ ?ǇŽƵƐƚĂƌƚƚŚŝŶŬŝŶŐ “ŽŚ/ǁŽŶĚĞƌǁŚĂƚƚŚŝƐŝƐ ? ?ĂŶĚ/ƚŚŝŶŬƉĞŽƉůĞ
are a ůŝƚƚůĞŵŽƌĞĐĂƵƚŝŽƵƐĂĨƚĞƌĂĚŝĂŐŶŽƐŝƐůŝŬĞƚŚĂƚ ? ? Andy also mentioned that he 
worries if he becomes ill:  ‘ǀĞŶŶŽǁ ?ŝĨ/ƚŚŝŶŬ ?ŝĨƚŚĞƌĞ ?ƐƐŽŵĞƚŚŝŶŐǁƌŽŶŐǁŝƚŚ ŵĞ ?/
ƚŚŝŶŬ “/ ?ǀĞŐŽƚŝƚ ? ?ǀĞŶŶŽǁ ? ?He recently had an ear infection and one of his glands 
was swollen:  ‘ĂŶĚ/ƚŚŽƵŐŚƚ “ŽŚƚŚĂƚ ?ƐŽŶĞŽĨƚŚĞŵƚŚŝŶŐƐŝŶǇŽƵƌŶĞĐŬ ? ?tŚĂƚŝƐŝƚ ?
Lymph nodes. Cos they used to check all round there and that, and if I find a lump, 
ƚŚĂƚ ?Ɛŝƚ ? ?
 
Also, as Moira did not have any symptoms when she was diagnosed, apart from 
tiredness, she experiences a nervousness about health:  
 
Moira (follow-ƵƉŝŶƚĞƌǀŝĞǁ ? P ? ? ?ĂƉĂƌƚĨƌŽŵƚŚŝƐƚĞƌƌŝďůĞĨĞĞůŝŶŐŽĨƚŝƌĞĚŶĞƐƐ/ŚĂĚ ?/ĐĂŶ ?ƚ
ƐĂǇ ƚŚĂƚ / ĨĞůƚ ĂŶǇƚŚŝŶŐ Ăƚ Ăůů ƚŚĂƚ ǁĂƐ ĂŶǇ ĚŝĨĨĞƌĞŶƚ ? ŶĚ ƚŚĂƚ ?ƐĂ ƐůŝŐŚƚůǇ ĨƌŝŐŚƚĞŶŝŶŐ
thought, really to think that you can, and people do, develop cancer without really 
ŬŶŽǁŝŶŐƚŚĂƚŝƚ ?ƐƚŚĞƌĞ ? 
 
Therefore, it bothers Moira if she becomes overtired and cannot explain why. Andy 
mentioned similar feelings:  ‘ŝƚĚŽĞƐŶ ?ƚǁŽƌƌǇŵĞŶŽǁĂƚĂůů ?ƌĞĂůůǇ ?ƐůŽŶŐĂƐI feel 
ĂůƌŝŐŚƚ ?ƵƚƚŚĞŶǇŽƵĐĂŶĨĞĞůĂůƌŝŐŚƚĂŶĚƐƚŝůůŚĂǀĞŝƚ ?ĐĂŶ ?ƚǇŽƵ ? ? 
 
tŚĞŶ ƐŽŵĞŽŶĞ ĞŶƋƵŝƌĞƐ ĂďŽƵƚ ůĂŝƌĞ ?Ɛ ŚĞĂůƚŚ ? ŝƚ ƌĞŵŝŶĚƐ ŚĞƌ ƚŚĂƚ ƐŚĞ ǁĂƐ
diagnosed with cancer:  ‘ŝƚ ?ƐŽŶůǇŝĨƐŽŵĞŽŶĞǁŽƵůĚŵĞŶƚŝŽŶŝƚƚŽŵĞ ? “ŽŚŚŽǁ ?ƐǇŽƵƌ
ŚĞĂůƚŚ ?Žƌ “ŚŽǁĂƌĞǇŽƵĚŽŝŶŐ ? ?ƚŚĂƚƚŚĞŶǇŽƵŐŽ “ŽŚ'ŽĚǇĞĂŚ ?/ŚĂĚĐĂŶĐĞƌĚŝĚŶ ?ƚ
  
283 
 
/ ? KŚ ǇĞĂŚ ? ďůŽŽĚǇ ŚĞůů ? ƚŚĂƚ ǁĂƐ ĨƵŶ ? ? / ?ǀĞ ǁŽƌŶ ƚŚĞ ƚ-ƐŚŝƌƚ ? ? As a result of these 
instances, cancer comes to the forefront of her mind.  
 
Low/anxious points in life 
 
Both Angela and Moira mentioned that they are sometimes reminded of cancer 
when they experience low or anxious points in their lives. For example, Angela said 
 ‘/ ƐƵƉƉŽƐĞ ƚŚĞƌĞ ĂƌĞ  ?ƚƌŝŐŐĞƌƐ ? ? /ƚ ŵŝŐŚƚ ďĞ ũƵƐƚ Ă ƋƵŝĞƚ ŵŽŵĞŶƚ ? ƐŽŵĞƚŚŝŶŐ ŵŝŐŚƚ
crop up about mǇŵƵŵĂŶĚ/ ?ůůďĞƐĂǇŝŶŐ “ŽŚĚŽǇŽƵƌĞŵĞŵďĞƌƚŚĂƚƚŝŵĞ ? ?  
 
 
Typology of the place of cancer in long-term cancer survivorship 
 
 
The place of cancer not only oscillates between the foreground and background as a 
result of  ‘ƌĞĂůŝƚǇ ĐŚĞĐŬƐ ?experienced by participants, but it also seems to shift 
between the past, present and future. Therefore, to describe the place of cancer in 
long-term survivorship, I have developed a typology, identifying sub-groups within 
ƚŚĞ ŽǀĞƌĂůů ĐĂƚĞŐŽƌǇ  ‘ƉůĂĐĞ ŽĨ ĐĂŶĐĞƌ ? P ĐĂŶĐĞƌ ŝs in the past, past-present and 
present-future. In the following section I discuss the sub-groups in greater detail, 
outlining the key characteristics of the participants in each group, and exploring 
possible explanations as to why participants may fall into the groups identified. 
 
ĂŶĐĞƌŝŶƚŚĞ ‘ƉĂƐƚ ?
 
&ŝŐƵƌĞ ? ? ? PĂŶĐĞƌŝŶƚŚĞ ‘ƉĂƐƚ ? W key characteristics 
WĂƌƚŝĐŝƉĂŶƚƐ ‘ŚĂĚ ?ĐĂŶĐĞƌ W the disease has gone 
Participants do not experience ongoing consequences of treatment that affect daily functioning 
Survived cancer and survived the experience of cancer 
Cancer is drawn into the present from time-to-ƚŝŵĞĂƐĂƌĞƐƵůƚŽĨ ‘ƌĞĂůŝƚǇĐŚĞĐŬƐ ?
^ŽŵĞŝĚĞŶƚŝĨǇǁŝƚŚďĞŝŶŐĂ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?ǁŚŝůƐƚŽƚŚĞƌƐĚŽŶŽƚ 
Awareness that cancer has the potential to affect the future, but fear of recurrence is low 
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For Patricia and Claire, cancer is in the past. They would describe themselves as 
having had cancer and they do not experience ongoing consequences of cancer 
treatment that affect daily living. Both are aware that cancer has the potential to 
affect the future, in terms of recurrence, but feel that if they were diagnosed again 
they would deal with it in the same way they did their original diagnosis. As such, 
their fear of recurrence is relatively low. Whilst cancer is predominantly in the past, 
ƚƌŝŐŐĞƌƐŽƌ  ‘ƌĞĂůŝƚǇĐŚĞĐŬƐ ? can temporarily bring cancer into the present for these 
women.  
 
Comparing and contrasting accounts  
 
There are several differences between Patricia and Claire in terms of both their 
cancer experience and wider life context. They were diagnosed with different 
cancers (Patricia with breast cancer and Claire with cervical cancer), received 
different treatments, were diagnosed at different ages (Claire was diagnosed in her 
30s whilst Patricia was in her 50s), and their time since treatment completion also 
varies (Claire was five years post-treatment whilst Patricia was nine years post-
treatment at the time of interview). Their relationship, parenthood and 
employment status also differs. Claire is in a long-term relationship, with no 
children and works full-time, whereas Patricia is divorced, has adult children and is 
retired. Claire does not have any ongoing health problems, whereas Patricia has 
mobility issues as a result of osteoporosis and knee surgery. Patricia said that these 
health issues are of more concern to her than cancer.  
 
Interestingly, whilst Patricia clearly defines herself as a cancer survivor, Claire said 
that even though she is a  ‘survivor ? - because she literally survived a life-threatening 
illness - she would not use the label to describe herself to others. Patricia is 
reminded that she had cancer when she attends cancer meetings, but this can 
actually be a positive for her as meeting other women who have survived for many 
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years reassures her and gives her the confidence to say that she too is a survivor. In 
ĐŽŶƚƌĂƐƚ ?ďǇĐŽŵƉĂƌŝŶŐŚĞƌƐĞůĨƚŽŽƚŚĞƌƐ ?ůĂŝƌĞĚŝƐƚĂŶĐĞƐŚĞƌƐĞůĨĨƌŽŵƚŚĞ ‘ƐƵƌǀŝǀŽƌ ?
label. She mentioned young children she met during treatment, whom she 
perceives have been through much worse than herself. Neither Patricia nor Claire 
ĞŶĚŽƌƐĞ ƚŚĞ ƚĞƌŵ  ‘ůŝǀŝŶŐ ǁŝƚŚ ĐĂŶĐĞƌ ? ? WĂƚƌŝĐŝĂ ƐĂŝĚ P  ‘/ ĚŽŶ ?ƚ ĨĞĞů / ?ŵ ůŝǀŝŶŐ ǁŝƚŚ
ĐĂŶĐĞƌ ?/ĨĞĞůŝƚ ?ƐďĞŚŝŶĚŵĞŶŽǁ ? 
 
However, Patricia and Claire are similar in their positive approach to managing the 
impact of cancer on their lives, and the benefits cancer has had on their sense of 
self and outlook on life. They appear to have optimistic personalities, but also come 
across as quite pragmatic. For example, they both feel that their chances of 
developing cancer again are now the same as the wider population, but if they were 
diagnosed again, they would deal with it in the same way. They both volunteer for 
cancer charities, helping to raise awareness about cancer and improve services. 
Claire feels she is even more positive than she was prior to diagnosis, but has 
slowed down and takes each day as it comes. Patricia feels stronger, that cancer has 
 ‘ŚĂƌĚĞŶĞĚ ? ŚĞƌƵƉĂŶĚ ?ĂƐƐƵĐŚ ?ĚŽĞƐŶŽƚůĞƚƉĞŽƉůĞ ‘ƚƌĂŵƉůĞ ? over her as they have 
done in the past.  
 
Another way to try and understand the place of cancer is to look at the coping 
strategies adopted. Claire and Patricia both saw cancer as a challenge to overcome 
and shared similar problem and emotion-focused coping strategies to achieve this 
including: putting their faith in healthcare professionals, a positive, optimist 
attitude, seeking peer support, social comparison, drawing on wider support 
networks of family and friends and humour. Time was another important factor for 
these women. Reaching the five-year survival point was key to enabling them to put 
cancer behind them. After treatment, Patricia said the five-year marker seemed a 
 ‘ůŝĨĞƚŝŵĞĂǁĂǇ ? ďƵƚǁŚĞŶŝƚĂƌƌŝǀĞĚƐŚĞĚĞƐĐƌŝďĞĚŝƚĂƐĂ ‘lovely feeling. I remember 
coming [home] that day and feeling so plĞĂƐĞĚ ? ? ?/ĐĂŵĞŝŶĞůĂƚĞĚ ? ? ?  “/ ?ŵŽŶƚŽƉŽĨ
ƚŚĞ ǁŽƌůĚ ? / ?ǀĞďĞĞŶĚŝƐĐŚĂƌŐĞĚ ? ? ?/ƚ ŝƐ ƚĞůůŝŶŐ ƚŚĂƚWĂƚƌŝĐŝĂ ƐĂŝĚ  ‘my journey ended 
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after five years ? ? /ƚ ƐĞĞŵƐ ƚŚĂƚ ŽŶĐĞ ƐŚĞ ǁĂƐ ĚŝƐĐŚĂƌŐĞĚ ĨƌŽŵ ĨŽůůŽǁ-up, and no 
longer taking Tamoxifen, she was able to put cancer behind her. Claire said that on 
reaching the five-ǇĞĂƌƉŽŝŶƚ ?  ‘ŝƚ ?ƐĂůůƐŽƌƚŽĨĐŽŵĞƚŽĂďŝƚŽĨĂŶĞŶĚŶŽǁ ?. She has 
drawn a line under her cancer experience:  ‘ŝƚ ?ƐďĞĞŶĚŽŶĞ ?ŐŽŶĞ ?ĂŶĚ/ ?ǀĞĨŽƌŐŽƚƚĞŶ ?.  
 
The five-year marker was clearly a turning point for these women. Cancer had 
consumed them both. Claire experienced post-traumatic distress disorder in the 
transition period, and Patricia had three attempts at reconstructive surgery before 
it was successful. However, they focused on the five-year point, with both 
mentioning the statistics associated with the milestone. Patricia talked about the 
number of cancer survivors alive today, and how that number is increasing, and that 
her risk of recurrence was greatest between two and five years, whilst Claire 
discussed how her chances of developing cancer again are the same as everyone 
else  W ƋƵŽƚŝŶŐƚŚĞ ‘ ?ŝŶ ? ?statistic. By reaching the five-year point, experiencing few, 
if any, side effects of treatment, along with their positive attitude and outlook on 
life, these two women have been able to put cancer behind them. Patricia 
ĚĞƐĐƌŝďĞĚĨĞĞůŝŶŐ ‘ĞůĂƚĞĚ ? at the five-year marker, whilst Claire said that reaching it 
ǁĂƐĂŶ ‘ĞǆƚƌĞŵĞŚŝŐŚ ? and she felt that she could breathe again for the first time in 
five years. 
 
ĂŶĐĞƌŝŶƚŚĞ ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ? 
 
&ŝŐƵƌĞ ? ? ? PĂŶĐĞƌŝŶƚŚĞ ‘ƉĂƐƚ- ƌĞƐĞŶƚ ? Wkey characteristics 
Cancer (the disease) is in the past 
But participants are living with physical consequences of cancer and its treatment that affect 
physical functioning, therefore cancer is also in the present 
Survived cancer but continue to survive the experience of cancer 
Cancer can affect physical functioning on an ongoing basis, or intermittently 
WĂƌƚŝĐŝƉĂŶƚƐĂƌĞŶŽƚ ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ? W the disease has gone 
Some ŝĚĞŶƚŝĨǇǁŝƚŚďĞŝŶŐĂ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?ǁŚŝůƐƚŽƚŚĞƌƐĚŽŶŽƚ 
Acknowledgement cancer may affect the future, with some experiencing a strong fear of recurrence 
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The biggest sub-group, with seven participants (Sue, Mary, Kate, Angela, Moira, 
Malcolm and Janet) included those for whom cancer as a disease is in the past, but 
they continue to live with the consequences of cancer and its treatment which 
affect physical functioning  W some from time-to-time, others on a daily basis. 
Therefore, for these participants, cancer also remains very much in the present. 
These participants acknowledge that cancer might also affect their future, both in 
terms of recurrence, but also if the consequences of cancer and its treatment 
continue. As such, some of the participants in this group have a strong fear of 
recurrence. However, this group would not ƐĂǇƚŚĞǇĂƌĞ ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ?ĂƐƚhey 
perceive that the disease has gone - it is the consequences of cancer and its 
ƚƌĞĂƚŵĞŶƚƚŚĂƚ ƚŚĞǇŚĂǀĞ ůŝǀĞǁŝƚŚ ?ƐǁŝƚŚƚŚĞ  ‘ƉĂƐƚ ?ŐƌŽƵƉ ? ƚŚĞƌĞĂƌĞƚŚŽƐĞǁŚŽ
ŝĚĞŶƚŝĨǇǁŝƚŚďĞŝŶŐĂ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ĂŶĚƚŚŽƐĞǁŚŽĚŽŶŽƚ ? 
 
Comparing and contrasting accounts  
 
There are several differences between ƚŚĞƉĂƌƚŝĐŝƉĂŶƚƐŝŶƚŚĞ ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ?ŐƌŽƵƉ ?
They were diagnosed with different cancers (ovarian, cervical, breast and 
colorectal), differed in their time since treatment completion (six to sixteen years at 
the time of interview) and received different treatments. They were in their 40s and 
50s when diagnosed and ranged from 50 to 65 years old at the time of the 
interviews. They also differed in terms of their gender (although the majority were 
women), employment status, relationship status and cancer charity involvement.  
 
However, this group was similar in that cancer affects their physical functioning to 
some extent. Three participants experience ongoing side effects of treatment that 
ĂĨĨĞĐƚƚŚĞŵŽŶĂĚĂŝůǇ ?ƌĞŐƵůĂƌďĂƐŝƐ ?^ƵĞĞǆƉĞƌŝĞŶĐĞƐ ‘chemo-ĨĞǀĞƌ ? which limits her 
ĚĂŝůǇĂĐƚŝǀŝƚŝĞƐ ?/ŶĚĞĞĚ ?ƐŚĞƐĂŝĚƐŚĞŚĂƐƚŽ ‘live within her boundaries ?ƚŽĚĂǇ ?<ĂƚĞ
ĐŚĞĐŬƐĨŽƌďůŽŽĚŝŶŚĞƌƵƌŝŶĞĚĂŝůǇĂŶĚĚĞƐĐƌŝďĞĚŚĞƌƐĞůĨĂƐ ‘hyper-ǀŝŐŝůĂŶƚ ?. She also 
experiences sexual and relationship problems, and has to manage her diet to 
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prevent irregular bowel movements. Likewise, Janet checks for blood in her stools 
ŽŶĂĚĂŝůǇďĂƐŝƐĂŶĚŵĂŶĂŐĞƐŚĞƌĚŝĞƚ ?ƚŽ  ‘ŬĞĞƉŚĞƌ ƌĞŐƵůĂƌ ? and to try to prevent 
recurrence. Three participants experience ongoing side effects of treatment that 
affect them from time-to-time. Angela is affected by bone-thinning which can cause 
pain and may, in the future, prevent her from taking part in some of the physical 
activities she enjoys. Moira experiences body image concerns in the summer when 
wearing summer clothing and swimming costumes with a prosthesis. Malcolm said 
the side of effects of treatment, including impotence, irregular bowel movements, 
chemo-ďƌĂŝŶĂŶĚƉĞƌŝƉŚĞƌĂůŶĞƵƌŽƉĂƚŚǇĂƌĞĂŶ ‘ĂŶŶŽǇĂŶĐĞ ? occasionally, but not a 
problem day-to-day.  
 
The ƉƌĞƐĞŶƚƉůĂĐĞŽĨĐĂŶĐĞƌŝŶDĂƌǇ ?ƐůŝĨĞŝƐƐůŝŐŚƚůǇĚŝĨĨĞƌĞŶƚƚŽƚŚĞƐŝǆƉĂƌƚŝĐŝƉĂŶƚƐ
described above. She is involved with a cancer support group and patient 
experience group on an almost daily basis, to the point where she noted that she 
ŚĂƐ ƚŚĞ  ‘balance ǁƌŽŶŐ ?in her life. Cancer plays too much a part in her life. She 
feels guilty doing other activities, such as hobbies, as she thinks she should be 
checking her emails, organising speakers, etc. In our first interview, Mary said  ‘/ĨĞĞů
ƚŚĂƚ / ?ǀĞ ŚĂĚ ĐĂŶĐĞƌ ? ŝƚ ?Ɛ ĂŶ ŝůůŶĞƐƐ ? ĂŶĚ / ?ŵ ũƵƐƚ ůƵĐŬǇ ƚŚĂƚ / ?ŵ ǁĞůů ? / ƚŚŝŶŬ / ĐĂůů
ŵǇƐĞůĨǁĞůů ?ƌĂƚŚĞƌƚŚĂŶĂƐƵƌǀŝǀŽƌ ? ?However, at the time of our follow-up interview 
Mary was also having investigations for a persistent pain in her stomach, which she 
was concerned was a symptom of recurrence. Here we can see how  ‘ƌĞĂůŝƚǇĐŚĞĐŬƐ ? 
such as volunteering for cancer-related activities and pain/symptoms of recurrence 
can bring cancer into the present when, for the most part, cancer (the disease) is in 
the past.  
 
These participants adopt various strategies to manage the physical and 
psychological consequences of cancer and its treatment, and the resultant place of 
cancer in their lives. As we might expect, several strategies are similar to those 
idenƚŝĨŝĞĚĨŽƌƚŚĞ ‘ƉĂƐƚ ?ŐƌŽƵƉ ?ĂƐƚŚĞǇĂůůƉĞƌĐĞŝǀĞĐĂŶĐĞƌ ?ƚŚĞĚŝƐĞĂƐĞ ?ƚŽďĞŝŶƚŚĞ
past. All participants, apart from Malcolm, talked about the importance of support 
  
289 
 
networks. The majority also have a positive attitude and outlook on life. The main 
difference is that a common action for this group is adopting a healthy lifestyle. This 
ŐƌŽƵƉ ŝƐ ĚŝƐƚŝŶĐƚ ĨƌŽŵ ƚŚĞ ĐĂŶĐĞƌ ŝŶ ƚŚĞ  ‘ƉĂƐƚ ? ŐƌŽƵƉ ? ĂƐ ƚŚĞǇ ĂƌĞ ŵĂŶĂŐŝŶŐ ƚŚĞ
consequences of cancer treatment and are generally more concerned about the risk 
of recurrence. As such, they employ more active, problem-focused strategies such 
as managing their diet to control side effects and/or manage the risk of recurrence. 
Another action common to the majority of this group is seeking information, for 
example, regarding signs and symptoms of recurrence and, as Janet put it, 
 ‘ĞǀĞƌǇĚĂǇ ŝŶĨŽƌŵĂƚŝŽŶ ?necessary to ŵĂŶĂŐĞ ůŝƚƚůĞ  ‘ŶŝŐŐůĞƐ ? and side effects of 
treatment that can affect physical functioning.  
 
<ĂƚĞ ĂŶĚ :ĂŶĞƚ ŝĚĞŶƚŝĨǇ ǁŝƚŚ ďĞŝŶŐ Ă  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ? ǁŚŝůƐƚ DĂƌǇ ? DŽŝƌĂand 
DĂůĐŽůŵĚŽŶŽƚ ?<ĂƚĞĨĞĞůƐƚŚĂƚƚŚĞƚĞƌŵ ‘ƐƵƌǀŝǀŽƌ ?ŝƐƉŽƐŝƚŝǀĞĂƐŝƚŝŶĚŝĐĂƚĞƐƚŚĂƚǇŽƵ
ŚĂǀĞ ůĞĨƚ ĐĂŶĐĞƌ ďĞŚŝŶĚ ǇŽƵ ĂŶĚ ĐŽŵĞ ƚŚƌŽƵŐŚ ŝƚ ? :ĂŶĞƚ ƐĂŝĚ ƚŚĂƚ ƐŚĞ  ‘most 
ĚĞĨŝŶŝƚĞůǇ ? identifies with the term as it conveys that cancer is not a death sentence 
aŶĚ ƚŚĂƚ ƚŚĞƌĞ ŝƐ ůŝĨĞ ĂĨƚĞƌ Ă ĐĂŶĐĞƌ ĚŝĂŐŶŽƐŝƐ ? /Ŷ ĐŽŶƚƌĂƐƚ ? DĂƌǇ  ‘ŚĂƚĞƐ ? the term 
 ‘ƐƵƌǀŝǀŽƌ ? ?dŽŚĞƌ ?ƐŚĞŚĂĚĂŶŝůůŶĞƐƐ ?ŝƚǁĂƐƚƌĞĂƚĞĚĂŶĚŶŽǁƐŚĞŝƐ ‘well ? ?>ŝŬĞDĂƌǇ ?
Malcolm views cancer as a disease that was treated and he does not have it any 
more. DŽŝƌĂĂůƐŽƵƐĞĚƚŚĞƚĞƌŵ ‘ǁĞůů ? to describe herself. She said that, whilst she 
may be a survivor, day-to-day she does not identify with being one. Sue and Angela 
ǁĞƌĞ ĂŵďŝǀĂůĞŶƚ ĂďŽƵƚ ƚŚĞ ƚĞƌŵ ? ^ƵĞ ƐĂŝĚ  ‘ƐƵƌǀŝǀŽƌ ? ŝŵƉůŝĞĚ ƐŚĞ ŚĂĚ ĚŽŶĞ
something to make her a survivor when actually she had not done any more than 
anyone else. Angela said that whilst she may be a survivor, she does not see herself 
that way and would not want people to think she portrays herself as such. Those 
with more serious cancers, or recurrence, are survivors in her eyes.  
 
Experiencing the ongoing consequences of cancer means cancer is in the present 
for these participants  W they continue to survive the experience of cancer. However, 
ŶŽŶĞ ŽĨ ƚŚĞŵ ĂŐƌĞĞ ǁŝƚŚ ƚŚĞ ƚĞƌŵ  ‘ůŝǀŝŶŐ ǁŝƚŚ ĐĂŶĐĞƌ ? ?These seven participants 
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ƚĞŶĚƚŽƚŚŝŶŬ ƚŚĂƚ  ‘ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ ? ƌĞĨĞƌƐ ƚŽ ƚŚŽƐĞŐŽŝŶŐ ƚŚƌŽƵŐŚĚŝĂŐŶŽƐŝƐĂŶĚ
treatment, or those who are living with a cancer that cannot be cured.  
 
I wanted to explore how these participants were able to put cancer (the disease) in 
the past (they survived cancer  W the disease) when they experience the ongoing 
ĐŽŶƐĞƋƵĞŶĐĞƐ ŽĨ ĐĂŶĐĞƌ ƚƌĞĂƚŵĞŶƚ ? ĂůŽŶŐƐŝĚĞ ŽƚŚĞƌ  ‘ƌĞĂůŝƚǇ ĐŚĞĐŬƐ ?, that result in 
ĐĂŶĐĞƌ ?ƐĨůƵĐƚƵĂƚŝŶŐƉůĂĐĞŝŶƚŚĞƉƌĞƐĞŶƚ ?they continue to survive the experience of 
cancer ? ?ƐƚĂƌƚŝŶŐƉŽŝŶƚǁĂƐƉĂƌƚŝĐŝƉĂŶƚƐ ?ƉĞƌĐĞƉƚŝŽŶŽĨƚŚĞĐĂƵƐĞŽĨƚŚĞŝƌĐĂŶĐĞƌ ?/
wondered whether knowing the cause of their cancer would help them put the 
illness episode in the past, as they might then be able to take steps to prevent it 
coming back thus reducing their fear of recurrence. All participants in this group are 
aware that cancer has the potential to affect their futures. Some stated that they 
have a fear of recurrence (Mary, Kate and Janet) whilst others are aware of the 
possibility but it does not worry them, or they do not dwell on it (Sue, Angela, Moira 
and Malcolm). Janet feels nervous about recurrence because she does not know 
why she developed cancer and therefore does not know what to do to prevent it 
returning. Mary also feels nervous because there was no immediate reason why she 
should develop cancer and does not know what signs or symptoms to look out with 
regards to possible recurrence. Only Malcolm and Kate have formulated a reason 
for their diagnosis. Malcolm attributed colorectal cancer to his diet and Kate felt 
HPV was the causal factor in her cervical cancer diagnosis. Interestingly, whilst 
Malcolm does not think cancer will affect his future, Kate has an ongoing, yet 
oscillating, fear of recurrence. Indeed, her narrative is one of fear, despite 
formulating a reason for her diagnosis. Therefore, for this group, there did not seem 
to be a clear relationship between knowing the cause (or not) of their cancer, fear 
of recurrence and putting the disease in the past. 
 
It appears that the passage of time has helped four of the seven participants in this 
group to put cancer in the past. For example, Kate said that her fear of recurrence 
ŚĂƐƌĞĐĞĚĞĚŽǀĞƌƚŝŵĞĂŶĚƚŚĂƚ ‘ƚŝŵĞĚŽĞƐŝƚƐƵƐƵĂůŚĞĂůŝŶŐƚŚŝŶŐ ? and Angela said 
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that  ‘ĂƐƚŝŵĞŐŽĞƐŽŶ ?ǇŽƵĨĞĞůŵƵĐŚŵŽƌĞƌĞůĂǆĞĚŬŶŽǁŝŶŐŝƚ ?ƐĂůůƉĂƐƐĞĚ ? ? ? ?Again, I 
think the importance of the five-year/ten-year marker should be highlighted as a 
factor enabling participants to put the disease behind them.  
 
Ɛ ĨŽƌ ƚŚĞ ĐĂŶĐĞƌ ŝŶ ƚŚĞ  ‘ƉĂƐƚ ? ŐƌŽƵƉ, the five-year marker served as a means of 
drawing a line under the cancer experience, giving them the confidence to say they 
had survived that illness episode, either because healthcare professionals had 
emphasised reaching that point, or participants were aware of the survival 
ƐƚĂƚŝƐƚŝĐƐ ?/ƚǁĂƐĂŬĞǇ ‘ŵŝůĞƐƚŽŶĞ ? ĨŽƌDĂƌǇĂŶĚĂ ‘ƚƵƌŶŝŶŐƉŽŝŶƚ ? for Janet. Reaching 
five years of survival allowed Mary to say  ‘ŶŽǁ / ĐĂŶ ŵŽǀĞ ĨŽƌǁĂƌĚ ? ?With each 
annual follow-ƵƉĂƉƉŽŝŶƚŵĞŶƚ ?:ĂŶĞƚƐĂŝĚŝƚǁĂƐĂŶŽƚŚĞƌǇĞĂƌ ‘tiĐŬĞĚŽĨĨ ? and it gave 
her the confidence to think she would continue to survive. When she was 
discharged, she said healthcare professionals gave the impression that they were 
confident the cancer had gone. Janet said:  ‘/ǁĞŶƚŽƵƚĂŶĚŚĂĚĂĚĞĐĞŶƚŵĞĂůĂŶĚ
nice bottle of wine (laughs). It was, it was definitely a celebration. It was a really 
ƉŽƐŝƚŝǀĞ ĨĞĞůŝŶŐ ? ? ? ?Kate said that cancer had controlled her life up to the five-year 
ƉŽŝŶƚĂŶĚƚŚĂƚ ‘ŽĨĨŝĐŝĂůůǇ ? she was likely to be ok after that point. It seems that it was 
a point that helped Kate move on:  ‘hƉ ƵŶƚŝů ƉƌŽďĂďůǇ ĨŝǀĞ ǇĞĂƌƐ ? ŝƚ absolutely 
controlled my life. Totally. Totally overshadowed it and totally controlled my life. ?  
 
Angela celebrated with friends at the five-ǇĞĂƌƉŽŝŶƚĂŶĚƵƐĞĚǁŽƌĚƐƐƵĐŚĂƐ ‘loǀĞůǇ ? 
ĂŶĚ  ‘ďƌŝůůŝĂŶƚ ?to describe how she felt at that time. She said at five years she felt 
ůŝŬĞ ‘that was the end of that ?ƉĂƌƚŝĐƵůĂƌůǇďĞĐĂƵƐĞƐŚĞĐŽƵůĚƐƚŽƉƚĂŬŝŶŐƌŝŵŝĚĞǆ ?
which had caused her distressing menopausal symptoms that impacted her ability 
to work effectively. Angela still has ongoing, yearly follow-up appointments but 
ƚŚĞǇĂƌĞƌĞĂƐƐƵƌŝŶŐĂƐƐŚĞĨĞĞůƐƚŚĂƚŚĞĂůƚŚĐĂƌĞƉƌŽĨĞƐƐŝŽŶĂůƐ ‘ŬĞĞƉĂŶĞǇĞŽŶ ?her. 
She also feels she can get back into the NHS system if she needs to. 
 
In contrast, Moira was left confused by the significance of the five-year marker, 
feeling that its importance is  ‘ƉƵƐŚĞĚŝŶƚŽ ? those diagnosed with cancer, whether it 
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be when filling in insurance forms or reading about breast cancer. She wondered 
whether it meant she was expected to live much longer, or had been expected to 
die before the five years.  
 
Interestingly, Malcolm was the only participant who felt that no emphasis was 
placed on the five-year point. This could be linked to the fact that he moved shortly 
before reachŝŶŐƚŚŝƐƉŽŝŶƚ ?ĐŚĂŶŐŝŶŐŚŽƐƉŝƚĂůĂŶĚ'W ?ƐŽŚĞĨĞůƚ ‘ĐƵƚŽĨĨ ? and as if he 
ŚĂĚďĞĞŶ  ‘ƚŚƌŽǁŶŽƵƚ ? of the system. He said he was not told he was cured or in 
remission but still feels that cancer was successfully treated and will not affect his 
future. Sue, being fourteen years post-treatment, did not talk specifically about the 
five-year marker, or indeed a ten-year marker. She made the decision to stop 
attending follow-up appointments because she felt guilty going to clinic and seeing 
ill women, when she waƐ ŽŬ ? / ƚŚŝŶŬ ĨŽƌ ^ƵĞ ? ƚŚĞ  ‘ƌĂƚŝŽŶĂů ŬŶŽǁůĞĚŐĞ ? of ovarian 
cancer she receives through her job, has helped her put her illness episode in the 
past, although it obviously comes to the foreground when she speaks to women 
diagnosed with the disease. 
 
Cancer ŝŶƚŚĞ ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ? 
 
&ŝŐƵƌĞ ? ? ? PĂŶĐĞƌŝŶƚŚĞ ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ? Wkey characteristics 
Cancer (the disease) is in the present 
Participants are living with cancer within them - the disease has not gone; they are not cured  
Participants may also be living with the physical consequences of cancer and its treatment which 
affect physical functioning on an ongoing or intermittent basis 
^ŽŵĞŝĚĞŶƚŝĨǇǁŝƚŚďĞŝŶŐĂ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?ǁŚŝůƐƚŽƚŚĞƌƐĚŽŶŽƚ 
(survived cancer and the experience vs. surviving cancer and the experience) 
Participants feel cancer and its consequences are likely to affect the future, but a strong fear of 
recurrence is not universal 
 
The final group includes participants for whom cancer is in the present.  Whilst they 
are currently disease-free, these participants feel they are living with cancer within 
them - ƵƐŝŶŐǁŽƌĚƐůŝŬĞ ‘brewing ? ? ‘dormant ?ĂŶĚ ‘ƌĞŵŶĂŶƚƐ ? to describe cancer and 
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its place in their lives. Four participants fall into this group: Roger, Richard, 
Margaret and Andy. In addition, the two prostate cancer participants, Roger and 
Richard, are living with the consequences of cancer treatment that impact their 
physical functioning and relationships today, and potentially in the future. Roger 
experiences erectile dysfunction as a result of a prostatectomy and Richard has 
urological problems after radiotherapy. As a result, Richard describes cancer as the 
 ‘ĨŽĐĂůƉŽŝŶƚ ? of his life. Therefore, for these four participants, cancer (the disease) 
has not gone. Cancer is very much in the present, and they feel that both the 
disease and its consequences have the potential to disrupt the future. 
 
Comparing and contrasting accounts  
 
The four participants in thĞ ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?ŐƌŽƵƉĂƌĞĚŝĨĨĞƌĞŶƚŝŶŵĂŶǇƌĞƐƉĞĐƚƐ ?/Ŷ
terms of cancer-related characteristics, they were diagnosed with various types of 
cancer (prostate, breast and testicular), differed in their time since treatment 
completion (five to sixteen years, although three were over ten years post-
treatment) and they received different treatments. Regarding the socio-
ĚĞŵŽŐƌĂƉŚŝĐĐŚĂƌĂĐƚĞƌŝƐƚŝĐƐŽĨƚŚĞ ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?ŐƌŽƵƉ ?ƚŚĞĂŐĞƌĂŶŐĞǁĂƐďƌŽĂĚ
(late 20s to early 60s at diagnosis, and mid-40s to mid-70s at the time of the 
interviews), and some participants have children, whilst others do not. Three of the 
participants in this group were men. 
 
Cancer is in the present for this group, in part, as a result of their perception of 
cancer as a disease, and its causes. This group is similar in that they do not believe 
they are free of cancer - the disease has not gone. Roger feels there could be 
 ‘ƌĞŵŶĂŶƚƐ ? of cancer in his body and would not say that he is cured. Richard feels he 
is living with cancer and will never be free of it. He mentioned that he is free of 
cancer at the moment, but cannot say he will always be free of the disease. 
DĂƌŐĂƌĞƚ ĂĚŵŝƚƚĞĚ ƚŚĂƚ ƚŚĞƌĞ ĐŽƵůĚ Ɛƚŝůů ďĞ ĐĞůůƐ ŝŶŚĞƌ ďŽĚǇ ? ůǇŝŶŐ  ‘ĚŽƌŵĂŶƚ ? and 
Andy feels that cancer floats around your body, settles somewhere and grows.  
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ŶĚǇ ?ĨŝƌƐƚŝŶƚĞƌǀŝĞǁ ? P/ĚŽŶ ?ƚƚŚŝŶŬŝƚĞǀĞƌŐŽĞƐĂǁĂǇĨŽƌĂŶǇďŽĚǇ ?/ĚŽŶ ?ƚƚŚŝŶŬǇŽƵ ?ůů
ĞǀĞƌ ? ƚŚĂƚ ?Ɛ ŝƚ ?ŽŶĐĞǇŽƵ ?ǀĞŚĂĚ ƚŚĂƚ ? ŝƚǁŝůůŶĞǀĞƌŐŽĂǁĂǇ ?zŽƵ ũƵƐƚŚĂǀĞ ƚŽ ůĞĂƌŶ ƚŽ
deal with it. 
 
All participants in this group, apart from Roger, are concerned cancer could come 
back somewhere else. Andy said that when he was recently ill with a sore neck, he 
thought he might have a tumour in the lymph nodes. Margaret is more concerned 
about developing colorectal cancer in the future, particularly as she feels it is a 
more serious cancer than breast cancer. Richard mentioned that he worried at one 
point that he may develop cancer in the spine, as it is so close to the prostate. In 
contrast, Roger seems primarily concerned about the risk of prostate cancer 
recurrence. After recent knee surgery, he requested a PSA test to check whether 
problems he experienced with catheterisation during surgery were due to scar 
tissue or a recurrence.  
 
In terms of survivorship discourse, the individuals in this group appear to identify 
ǁŝƚŚƚŚĞƚĞƌŵ ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ?ďƵƚŝŶĂĚŝĨĨĞƌĞŶƚƐĞŶƚŽƚŚŽƐĞŝŶƚŚĞ ‘ƉĂƐƚ ?ĂŶĚ ‘ƉĂƐƚ-
ƉƌĞƐĞŶƚ ? ŐƌŽƵƉƐ ? /ƚ ƐĞĞŵƐ ZŽŐĞƌ ĂŶĚ ZŝĐŚĂƌĚ ĂƌĞsurviving cancer - they have not 
survived. As Richard said, he is free of cancer  W at the moment. Roger said he does 
ŶŽƚƵƐĞƚŚĞƚĞƌŵ ‘ƐƵƌǀŝǀŽƌ ?ĂƐŚĞĨĞĞůƐŝƚĂƐƐƵŵĞƐ ‘cure ?. Both men are also surviving 
the experience of cancer, living with the consequences of treatment and the impact 
they have on physical and sexual functioning. Margaret and Andy feel they have 
ƐƵƌǀŝǀĞĚƚŚĞƐƉĞĐŝĨŝĐŝůůŶĞƐƐĞƉŝƐŽĚĞ ?ďƌĞĂƐƚĐĂŶĐĞƌŝŶDĂƌŐĂƌĞƚ ?ƐĐĂƐĞĂŶĚƚĞƐƚŝĐƵůĂƌ
ĐĂŶĐĞƌ ŝŶ ŶĚǇ ?Ɛ ĐĂƐĞ ? ? ďƵƚ ĐĂŶĐĞƌ ŝƐ Ɛƚŝůůwithin them and has the potential to 
develop somewhere else. Margaret mentioned that she does understand why the 
ƚĞƌŵ  ‘ƐƵƌǀŝǀŽƌ ? ŝƐ ƵƐĞĚ ďƵƚ ǁŽƵůĚ ŶŽƚ ǁĞĂƌ ŝƚ ĂƐ Ă  ‘ďĂĚŐĞ ? or way of identifying 
herself. 
 
/ƚ ŝƐ ŝŶƚĞƌĞƐƚŝŶŐƚŽŶŽƚĞƚŚĂƚďŽƚŚŵĞŶǁŝƚŚƉƌŽƐƚĂƚĞĐĂŶĐĞƌ ĨĂůů ŝŶƚŽ ƚŚĞ  ‘ƉƌĞƐĞŶƚ-
ĨƵƚƵƌĞ ? ŐƌŽƵƉ ? dŚĞƐĞ ŵĞŶ ǀŽůƵŶƚĞĞƌfor the same cancer charity, and both 
ŵĞŶƚŝŽŶĞĚƚŚĂƚƚŚĞŽƌŐĂŶŝƐĂƚŝŽŶŝƐĐĂƌĞĨƵůŶŽƚƚŽƵƐĞƚŚĞǁŽƌĚ ‘ĐƵƌĞĚ ? ?/ŶǀŽůǀĞŵĞŶƚ
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with this particular charity may have influenced how they perceive cancer, and the 
place it has in their lives. Also, Andy was the only participant in the study to be told 
by healthcare professionals that he was cured, yet this has not allayed his fears 
about cancer, death and dying. Whilst he feels the specific episode of testicular 
cancer is over, cancer is still within him, and he feeůƐŝƚǁŝůůƵůƚŝŵĂƚĞůǇ ‘ƌĞĂƌŝƚƐŚĞĂĚ ? 
again. It is also interesting that three of the four participants in this group were 
diagnosed over ten years ago (Margaret, Andy and Roger). I wonder whether their 
ƉĞƌĐĞƉƚŝŽŶŽĨĐĂŶĐĞƌŝƐďŽƌŶĞŽƵƚŽĨǁŝĚĞƌƐŽĐŝĞƚǇ ?Ɛperception of cancer at the time 
of their diagnoses. The perception of cancer, as well as treatments and survival 
rates, has changed a great deal in that time. It is possible that when they were 
diagnosed, the pervading view of cancer was still that of a death sentence, and that 
once diagnosed, the disease would always be within you. However, it is interesting 
to compare these views with those widely reported today. Breast, prostate and 
testicular cancer have amongst the highest survival rates of all cancers, which 
ŵĂŬĞƐŝƚĂůůƚŚĞŵŽƌĞĨĂƐĐŝŶĂƚŝŶŐƚŚĂƚƚŚĞƐĞĨŽƵƌƉĂƌƚŝĐŝƉĂŶƚƐĨĂůůŝŶƚŽƚŚĞ ‘ƉƌĞƐĞŶƚ-
ĨƵƚƵƌĞ ?ŐƌŽƵƉ ?
 
dŚĞ  ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?ŐƌŽƵƉĂĚŽƉƚĂƌĂŶŐĞŽĨĞŵŽƚŝŽŶĂŶĚƉƌŽďůĞŵ-focused coping 
strategies, but only one strategy was described by all four participants  W 
acceptance. The majority draw on support networks (particularly their partners) 
ĂŶĚ ? ůŝŬĞ ƚŚĞ  ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ? ŐƌŽƵƉ ? ŵŽƐƚ ƚƌǇ ƚŽ ĂĚŽƉƚ ŚĞĂůƚŚǇ ůŝĨĞƐƚǇůĞ ƉƌĂĐƚŝĐĞƐ ? /
speculate that they engage in these activities to manage the risk and fear of 
recurrence. For example, Richard has changed his diet and Margaret manages her 
stress levels to reduce the risk of recurrence, as although they cannot be sure, they 
suspect that diet and stress respectively were the reasons for their diagnoses. 
Whilst Andy feels cancer will come back, he believes those who are healthy have a 
better chance of getting through cancer. As a result, he is trying to lead a healthier 
lifestyle.  
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ƐŵĞŶƚŝŽŶĞĚ ?ƚŚĞĨŽƵƌƉĂƌƚŝĐŝƉĂŶƚƐŝŶƚŚĞ ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?ŐƌŽƵƉƚĂůŬĞĚĂďŽƵƚŚŽǁ
they have accepted their cancer diagnoses and, it seems, the present (and 
potentially future) place of cancer in their lives. Roger and Andy said cancer is just 
one of those things that happens. Roger accepts that as he is in his 70s, cancer 
might just have been something that happened to him because of his age, whilst 
Andy feels that cancer is the disease that runs in his family. It seems Andy has 
accepted that fear of recurrence will never disappear, nor will the possibility that he 
will develop cancer again. As a result, he has tried to  ‘ůĞĂƌŶ ƚŽ ĚĞĂů ? with this 
ƵŶĐĞƌƚĂŝŶƚǇ ?ZŝĐŚĂƌĚ ?ŚĂǀŝŶŐƋƵĞƐƚŝŽŶĞĚ ‘ǁŚǇŵĞ ? ? ?ŶŽǁĂĐĐĞƉƚƐƚŚĂƚŚĞǁŝůůŶĞǀĞƌ
know why he was diagnosed, has come to terms with what has happened to him 
and feels he manages his ongoing problems well. Once Margaret knew more about 
her cancer diagnosis, she was able to accept what had happened to her. I think this 
stemmed from her need to be in control. It seems that once she knew the specifics 
of her cancer diagnosis she felt more in control and subsequently able to accept her 
diagnosis.  
 
This group are also similar in that they are managing, or worrying about, other 
health conditions. Roger has mobility issues after knee surgery and circulatory 
problems; Richard has a heart condition, which restricts his mobility and means that 
he is prone to blackouts; Margaret is worried about developing dementia or having 
a stroke, as these conditions are common in her family; and Andy has struggled with 
alcohol abuse. These individuals may be worrying about their health more broadly, 
ǁŚŝĐŚƉĞƌƉĞƚƵĂƚĞƐĐĂŶĐĞƌ ?ƐƉůĂĐĞŝŶƚŚĞƉƌĞƐĞŶƚ ?ƋƵĂůůǇƚŚŽƵŐŚ ?ůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌ
amongst other health conditions may have helped these participants accept what 
has happened to them. This is not to say that individuals in the other sub-groups do 
not live with additional health concerns, as they do. For example, Patricia has knee 
problems and osteoporosis and Malcolm has diabetes. The difference is that in the 
 ‘ƉĂƐƚ ?ĂŶĚ ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ?ŐƌŽƵƉƐ ?ŽƚŚĞƌŚĞĂůƚŚĐŽŶĚŝƚŝŽŶƐĂƌĞŽĨŵŽƌĞĐŽŶĐern. In the 
 ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?ŐƌŽƵƉ ?ĐĂŶĐĞƌŝƐƐƚŝůůŽĨƉƌŝŵĂƌǇĐŽŶĐĞƌŶ ? 
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The five/ten-ǇĞĂƌ ŵĂƌŬĞƌ ƐĞĞŵƐ ƚŽ ŚĂǀĞ ĚŝĨĨĞƌĞŶƚ ĐŽŶŶŽƚĂƚŝŽŶƐ ĨŽƌ ƚŚĞ  ‘ƉƌĞƐĞŶƚ-
ĨƵƚƵƌĞ ?ŐƌŽƵƉ ?ZĂƚŚĞƌ ƚŚĂŶďĞŝŶŐƉŽƐŝƚŝǀĞ ? ƌĞĂĐŚŝŶŐ ƚŚŝƐƉŽŝŶƚǁĂƐƋƵŝƚĞƵŶƐĞƚƚůŝŶŐ
for Roger and Andy. Andy felt that his  ‘ƐĞĐƵƌŝƚǇďůĂŶŬĞƚ ? had been taken away, and 
ƚŚĂƚ ŝĨ ŚĞ ǁĂƐ ŶŽƚ ďĞŝŶŐ ŵŽŶŝƚŽƌĞĚ ? ƐŽŵĞƚŚŝŶŐ ŵŝŐŚƚďĞ  ‘ďƌĞǁŝŶŐ ?. Whilst Roger 
ƐĂŝĚ ŝƚ ǁĂƐ Ă ƉŽƐŝƚŝǀĞ ? ŚĞ ƋƵĞƐƚŝŽŶĞĚ  ‘ĂƌĞ ƚŚĞǇ ƌŝŐŚƚ ? ?  W and that uncertainty has 
continued (as evidenced by his recent request for a PSA test). Richard was also 
pleased to reach the five-ǇĞĂƌŵĂƌŬĞƌďƵƚŚĞƐĂŝĚŝƚǁĂƐŽŶůǇĂ ‘ƚŚĞŽƌĞƚŝĐĂůŵĂƌŬĞƌ ? 
and was well aware that people can still experience a recurrence after that time. 
Margaret, who finished treatment sixteen years prior to the study, could vaguely 
ƌĞĐĂůůĂŝŵŝŶŐĨŽƌĨŝǀĞǇĞĂƌƐ P ‘ŝŶǇŽƵƌŚĞĂĚ ?ǇŽƵ ?ƌĞƐĂǇŝŶŐ “ĨŝǀĞǇĞĂƌƐ ? Wand that you 
are aiming for that point, because that is the way healthcare professionals look at 
ŝƚ ? ?However, she went on to say that eventually she missed a follow-up 
appointment and  ‘ũƵƐƚƐƚŽƉƉĞĚŐŽŝŶŐ ?/ŵĞĂŶǇŽƵĐŽƵůĚĐĂƌƌǇŽŶďƵƚ/ũƵƐƚƐƚŽƉƉĞĚ
ŐŽŝŶŐŝŶƚŚĞĞŶĚ ? ? 
 
The půĂĐĞŽĨĐĂŶĐĞƌĨƌŽŵƚŚĞƉĞƌƐƉĞĐƚŝǀĞŽĨ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? 
 
The place of cancer in the lives of those who have been diagnosed with cancer and 
ƚŚĞŝƌ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ĂƉƉĞĂƌƐƚŽďĞŐƵŝĚĞĚďǇƐĞǀĞƌĂůĨĂĐƚŽƌƐŝŶĐůƵĚŝŶŐǁŚĞƚŚĞƌ
the person diagnosed has ongoing involvement with cancer charities, but also the 
perceived risk and fear of recurrence, triggers that remind individuals they were 
diagnosed with cancer and the ongoing consequences of treatment. As such, whilst 
ĐĂŶĐĞƌŵĂǇďĞŝŶƚŚĞƉĂƐƚĨŽƌƚŚĞ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ? ?ŽƌƚŚĞǇǁŝƐŚŝƚƚŽďĞŝŶƚŚĞƉĂƐƚ ?
some are aware that it is still in the present for the person diagnosed and there is a 
need to remain vigilant for signs and symptoms of recurrence. Interestingly though, 
Ă ĨĞǁ  ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? ƉĞƌĐĞŝǀĞ ƚŚĂƚ ƚŚĞŝƌ ůŽǀĞĚŽŶĞƐ ĚŽ ŶŽƚ ƚŚŝŶŬ ŵƵĐŚ ĂďŽƵƚ
cancer today, whereas those diagnosed have actually said it is a constant at the 
back of their mind. 
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Peter suggested that the prominent place of cancer in their lives is  ‘ƐŬĞǁĞĚďǇƚŚĞ
ĨĂĐƚƚŚĂƚ  ?ŚŝƐǁŝĨĞ ?Ɛ ? ũŽď ŝƐĂůƐŽƚŽĂĚǀŝƐĞĂŶĚƐƵƉƉŽƌƚĂŶĚďĞƚŚĞƌĞĨŽƌŽƚŚĞƌƐ ?. He 
wants to put cancer in the past but feels that it is always in the present for his wife. 
He said  ‘ǁŚĞƌĞĂƐ/ƚĞŶĚƚŽƚŚŝŶŬ “ŽŚƐŚĞŝƐĨŝŶĞ ?ƐŚĞ ?ƐŽǀĞƌŝƚŶŽǁ ?/ƚŚŝŶŬ ?ƐŚĞ ?ǁŝůů
live with a "no, I'm not over it cos I do talk to people on the phone who it comes 
back or in a different way or whatever" whereas I'm not so aware of that'. He does 
not find it helpful reminding himself, or making a big thing of it, but it is at the back 
of his mind.  
 
George commented on how busy his wife is with cancer groups, and speculated 
that she might forget about cancer if she was not so heavily involved. George thinks 
ŚŝƐǁŝĨĞŽŶůǇƚŚŝŶŬƐĂďŽƵƚŚĞƌĐĂŶĐĞƌĞǆƉĞƌŝĞŶĐĞ ‘ĨƌŽŵƚŝŵĞƚŽƚŝŵĞ ? ? For example, 
he mentioned how his wife will  ‘ŽĐĐĂƐŝŽŶĂůůǇ ŚĂǀĞ Ă ƉĂŝŶ Žƌ ƐŽŵĞƚŚŝŶŐ Žƌ ŽƚŚĞƌ ?
wondered if it was a subsequent side effect or, I suppose those sort of things crop up 
ĨƌŽŵƚŝŵĞƚŽƚŝŵĞǁŚŝĐŚǁŽƵůĚŶ ?ƚŚĂǀĞĚŽŶĞŽƚŚĞƌǁŝƐĞ ? ?He said that his wife felt a 
sense of relief at the five-year marker. However, he feels that his wife now spends 
more time in the present than she does thinking about the future.  
 
Sheila feels her husband was unfortunate to be diagnosed at a relatively young age. 
She said that for him, the end of treatment did not signal the end of cancer:  ‘/
ŚĂǀĞŶ ?ƚ ŐŽƚ ŝƚ ďƵƚ / ƐŚŽƵůĚ ŝŵĂŐŝŶĞ ? ǇŽƵ ŬŶŽǁ ? ǇŽƵĚŽ ? ǇŽƵ ŐĞƚ ǀĞƌǇ  “ŝƐ ŝƚ ĐŽŵŝŶŐ
ďĂĐŬ ? ?This, coupled with the ongoing consequences of treatment her husband 
experiences, cancer is very much a constant in their lives today. 
 
Geoff mentioned that when they hear of friends or colleagues who have 
 ‘ƐƵĐĐƵŵďĞĚ ? ƚŚĞƌĞŝƐĂ ‘small replay ?ŽĨŚŝƐǁŝĨĞ ?ƐĞǆƉĞƌŝĞŶĐĞ ?,ĞǁĞŶƚŽŶƚŽƐĂǇƚŚĂƚ
ĐĂŶĐĞƌŝƐŶŽƚůŝŬĞŵƵŵƉƐ ‘ŽŶĐĞǇŽƵ ?ǀĞŐŽƚƚŚĂƚ ?ŝƚ ?ƐŶŽƚŐŽŝŶŐƚŽĐŽŵĞďĂĐŬďĞĐĂƵƐĞ
ǇŽƵ ?ǀĞŐŽƚ ŝŵŵƵŶĞƚŽŝƚ ? ?dŚĞƌĞĨŽƌĞ ?they are not complacent, acknowledging that 
cancer could come back. As a result they are vigilant for signs and symptoms of 
recurrence, and do not hesitate to consult their GP if concerned. This being said, he 
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did not feel his wife was living with a fear of recurrence but they both know that it 
ŝƐĂ ‘ǀĞƌǇƌĞĂůƉŽƐƐŝďŝůŝƚǇ ? ? 
 
'ĞŽĨĨ P tĞůů / ĐĞƌƚĂŝŶůǇ ? ĞǀĞƌǇ ŶŽǁ ĂŶĚ ƚŚĞŶ ? / ?ǀĞ ŐŽƚ ƚŽ ŶŽƚ ŐĞƚ ĐŽŵƉůĂĐĞŶƚ ĂďŽƵƚ ŝƚ ?
dŚĞƌĞ ŝƐ ƚŚĞ ǀŝĞǁ ƚŚĂƚ ǁĞ ?ǀĞ ĐƌĂĐŬĞĚ ǁŝƚŚ ŽŶĞ ? ůƵĐŬǇ ƚŽ ŐĞƚ ĂǁĂǇ ƚŚŝƐ ƚŝŵĞ ? ďƵƚ ǇŽƵ
ŬŶŽǁ ?ǇŽƵŚĞĂƌŽĨƐŽŵĂŶǇƉĞŽƉůĞǁŚĞƌĞŝƚ ?ƐĐŽŵĞďĂĐŬĂĨƚĞƌĂ number of years. So I 
ĐĞƌƚĂŝŶůǇĨĞĞůƚŚĂƚǁĞ ?ǀĞďĞĞŶĞǆƚƌĞŵĞůǇĨŽƌƚƵŶĂƚĞ ?ǁĞůů/ǁŽƵůĚŶ ?ƚƐĂǇƚŚŝƐŝƐďŽƌƌŽǁĞĚ
time but, you know, it might come back. 
 
They are cognizant of the fact that either of them could be touched by cancer, but 
equally mindful that they could be diagnosed with another illness associated with 
ageing. Geoff said that although it was clearly a difficult time for his wife,  ‘ŝƚǁĂƐŶ ?ƚ
aƐďĂĚĂƐŝƚĐŽƵůĚŚĂǀĞďĞĞŶ ? ? Despite this, he said  ‘ŝƚŝƐŶ ?ƚƐŽŵĞƚŚŝŶŐǇŽƵŐŽƚŚƌŽƵŐŚ
ĂŶĚ ĐŽŵĞ ĂǁĂǇ ƵŶƐĐĂƚŚĞĚ ? /ƚ ?Ɛ ƉĂƌƚ ŽĨ ǇŽƵ ? ? ? ŝƚ ?Ɛ ƐŽŵĞƚŚŝŶŐ ƚŚĂƚ ?Ɛ ŝŶƚĞƌŶĂůŝƐĞĚ
ŶŽǁ ? ? ?ŝƚ ?ƐƐŽŵĞƚŚŝŶŐǇŽƵĂďƐŽƌď ŝŶƚŽǇŽƵƌǁĂǇŽĨ ůŝĨĞ ŝŶĂƐĞŶƐĞ ? ? Therefore, when 
asked ǁŚĂƚƉůĂĐĞŚĞĨĞůƚĐĂŶĐĞƌŚĂĚ ŝŶŚŝƐǁŝĨĞ ?Ɛ ůŝĨĞƚŽĚĂǇ ?'ĞŽĨĨƐĂŝĚƚŚĂƚŚĞĚŝĚ
not think his wife thought out it every day. 
 
tŚĞŶĂƐŬĞĚǁŚĂƚƉůĂĐĞŵǇƚŚŽƵŐŚƚĐĂŶĐĞƌŚĂĚŝŶŚĞƌŵŽƚŚĞƌ ?ƐůŝĨĞ ?ƐŚĞĨĞůƚŝƚǁĂƐ
in the past: 
 
ŵǇ P/ĚŽŶ ?ƚƚŚŝŶŬ ŝƚŚĂƐ  ?ĂƉůĂĐĞ ŝŶŚĞƌ ůŝĨĞ ?ĂŶǇŵŽƌĞ ?/ƌĞĂůůǇĚŽŶ ?ƚƚŚŝŶŬƐŚĞƚŚŝŶŬƐ
ĂďŽƵƚŝƚƚŽŽŵƵĐŚ ? ? ?ŶŽǁ/ĐŽƵůĚďĞĐŽŵƉůĞƚĞůǇǁƌŽŶŐ ?ůĂƵŐŚƐ ?ǇŽƵŬŶŽǁ ?/ ?ŵƚŚŝŶŬŝŶŐ
 “ĚŽĞƐ ƐŚĞ ? ? EŽ ? / ĚŽŶ ?ƚ ? ? ? / ƚŚŝŶŬ ŝƚ ?Ɛ ƐŽŵĞƚŚŝŶŐ ƐŚĞ ?Ɛ ŚĂĚ ? ƐŚĞ ?Ɛ ĚĞĂůƚ ǁŝƚŚ ĂŶĚ ƐŚĞ
ĚŽĞƐŶ ?ƚǁŽƌƌǇĂďŽƵƚŝƚ ?ŚĂƌďŽƵƌŝƚ ?/ƚŚŝŶŬƐŚĞũƵƐƚƚŚŝŶŬƐ “ďĞĞŶƚŚĞƌĞ ?ĚŽŶĞƚŚĂƚ ?ŐŽƚ
ƌŝĚŽĨŝƚ ?ŐŽŶĞ ? ? 
 
Amy said their family do not worry about their mother today. The family went 
through a difficult time but it is now in the past. Amy went on to say:  ‘/ ?ǀĞƐŽƌƚŽĨ
blocked it out a ůŝƚƚůĞ ďŝƚ ƌĞĂůůǇ ?. It could be that they do not worry about their 
mother because they are guided by her positive approach to cancer.  
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EB: And what about you and the rest of your family, do you still think about it? 
 
ŵǇ PEŽƚƌĞĂůůǇĐŽƐŵƵŵƌĞĂůůǇĚŽĞƐŶ ?ƚŵĞŶƚŝŽŶŝƚ ?zŽƵŬŶŽǁ ?ǁŚĞŶĞǀĞƌƐŚĞŐŽĞƐĨŽƌ
Ă ďƌĞĂƐƚ ĐŚĞĐŬ ? / ?ŵ ůŝŬĞ  “ĞǀĞƌǇƚŚŝŶŐ ŽŬ ? zĞĂŚ ? dŚĂƚ ?Ɛ ďƌŝůůŝĂŶƚ ? ? tŚĞŶ ƐŚĞ ŚĂĚ ŚĞƌ
surgery earlier on this year, that was a little bit of a worry but she came out of that 
abƐŽůƵƚĞůǇĨŝŶĞ ?EŽ ?/ƐĞĞŝƚĂƐŝƚǁĂƐĂďŝƚŽĨĂďĂĚƚŝŵĞ ?ŐŽƚƚŚƌŽƵŐŚŝƚĂŶĚůŝĨĞ ?ƐŐŽŽĚ ?
/ĚŽŶ ?ƚǁŽƌƌǇĂďŽƵƚ ŝƚ ? ? ? /ĚŽŶ ?ƚǁŽƌƌǇĂďŽƵƚŚĞƌĂŶĚ /ĚŽŶ ?ƚǁŽƌƌǇ ƚŚĂƚ ŝƚ ?ƐŐŽŝŶŐ ƚŽ
ĐŽŵĞďĂĐŬŽƌ “ŵǇŐŽĚŝƚ ?ƐŚĂŶŐŝŶŐŽǀĞƌŵĞůŝŬĞĂďŝŐďůĂĐŬĐůŽƵĚ ? ?,ĂŶŐŝŶŐŽǀĞr the 
family like a big black cloud. I think because we were lucky. I think we dealt with it, it 
ǁĞŶƚ ĂŶĚ ǁĞ ŐŽƚ ŽŶ ǁŝƚŚ ŽƵƌ ůŝǀĞƐ ? KƚŚĞƌ ƉĞŽƉůĞ ŚĂǀĞŶ ?ƚŚĂĚ ƚŚĂƚ ůƵĐŬ ? ǇŽƵ ŬŶŽǁ ?
that nicer story, I suppose, nicer ending, you know? 
 
Penny wonders, in reference to her friend volunteering for a cancer charity, 
ǁŚĞƚŚĞƌƚŚĞƌĞĐŽŵĞƐĂƉŽŝŶƚǁŚĞŶ ‘you just need to take a step back... I think after 
Ă ǁŚŝůĞ ? ǇŽƵ ŬŶŽǁ ? ƚŚĞƌĞ ?Ɛ ŽŶůǇ ? ǇŽƵ ĐĂŶ ŐŝǀĞ ƐŽ ŵƵĐŚ ďĂĐŬ ƚŽ ďƌĞĂƐƚ ĐĂŶĐĞƌ ? ďƵƚ
ƉĞƌŚĂƉƐ ƚŚĞƌĞ ?Ɛ ĂŶŽƚŚĞƌ ĂǀĞŶƵĞ ƚŚĂƚ ǇŽƵ ĐĂŶ ŚĞůƉ ? ? ? ƐŽŵĞƚŝŵĞƐ ŵĂǇďĞ ƚŚĞƌĞ ?Ɛ Ă
ĨĂƚŝŐƵĞ ? ? It seems that Penny may think the ongoing volunteering prevents her 
friend from moving forward with her life, and that whilst she wanted, and needed, 
to give something back after her diagnosis, now was the time to pursue other 
interests.  Penny is also concerned that worries about recurrence are triggered by 
ŚĞƌĨƌŝĞŶĚ ?ƐĞŶĐŽƵŶƚĞƌƐǁŝƚŚŽƚŚĞƌǁŽŵĞŶǁŝƚŚďƌĞĂƐƚĐĂŶĐĞƌ P 
 
Penny: But the problem of actually having a lot of support with people with breast 
canceƌ ŝƐ ƚŚĂƚ ƐŽŵĞƚŝŵĞƐƚŚĞ ůĂĚŝĞƐĚŽŶ ?ƚƐƵƌǀŝǀĞ ?ŶĚĂůƚŚŽƵŐŚƉĞŽƉůĞĐĂŶďĞǀĞƌǇ
ƌĞĂůŝƐƚŝĐ ?ŝƚ ?ƐǀĞƌǇƉĂŝŶĨƵůƚŽƐĞĞƐŽŵĞďŽĚǇƚŚĂƚǇŽƵ ?ƌĞǁŽƌŬŝŶŐĂůŽŶŐƐŝĚĞĂĐƚƵĂůůǇ ?ǇŽƵ
know, develop cancer again and maybe not survive this one. 
 
Penny also said that when her friend experiences an ache or pain,  ‘ƚŚĞƌĞŝƐŵŽƌĞĂ
ƚŚŽƵŐŚƚ ŽĨ ĐŽƵůĚ ƚŚŝƐ ďĞ Ă ĐĂŶĐĞƌ ƚŚĂŶ ƉĞƌŚĂƉƐ ĂŶǇďŽĚǇ ǁŚŽ ŚĂƐŶ ?ƚ ŚĂĚ ĐĂŶĐĞƌ
ǁŽƵůĚƚŚŝŶŬ ? ? Penny said that the five-year marker was a great time as it provided a 
sense of relief:  ‘ǀĞƌǇǇĞĂƌƐĞĞŵĞĚƚŽďĞĂŐŝĨƚ ?ďƵƚŶŽǁŝƚ ?ƐƐŽŵĂŶǇǇĞĂƌƐŽŶŶŽǁ
ƚŚĂƚŝƚ ?ƐŶŽƚŵĞŶƚŝŽŶĞĚ ? ?
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When I asked Lucy how significant the five-year point was for her mother, she 
ĚĞƐĐƌŝďĞĚŝƚĂƐĂƌĞĂů ‘ƚƵƌŶŝŶŐƉŽŝŶƚ ? and a relief for everybody as they believed the 
risk of recurrence was now reduced, and she did not have to have as many tests 
and scans. However, Lucy mentioned that the ongoing CT scans are reassuring for 
her mother: 
 
>ƵĐǇ P/ƚŚŝŶŬ ?ĨŝǀĞǇĞĂƌƐ ?ǁĂƐǀĞƌǇƐŝŐŶŝĨŝĐĂŶƚ ?/ƚŚŝŶŬ ?ĂƐ/ƐĂǇ ?ǁĞĂůǁĂǇƐŬŶĞǁƚŚĞǇ ?Ě
caught it early and the prognosis was good, but to have that final, not final, but you 
ŬŶŽǁ ?ŝƚŚĂĚďĞĞŶĨŝǀĞǇĞĂƌƐĂŶĚĞǀĞƌǇƚŚŝŶŐǁĂƐƐƚŝůůĨŝŶĞ ?ǇŽƵ ?ƌĞŐŽŝŶŐĚŽǁŶƚŽůĞƐƐ
ƐĐĂŶƐ ĂŶĚ ƚĞƐƚƐ ĂŶĚ ƐƚƵĨĨ ? ƚŚĞƌĞ ?Ɛ ĂůǁĂǇƐ Ă ƌĞůŝĞĨ ĂƐ / ƚŚŝŶŬƚŚĂƚ ?Ɛ ƚŚĞ ŚƵŐĞ ƐŽƌƚ ŽĨ
turning poiŶƚŝŶƚŚĞ ?/ĚŽŶ ?ƚŬŶŽǁǁŚĂƚƚŚĞƐƚĂƚŝƐƚŝĐƐĂƌĞ ?ďƵƚ/ƚŚŝŶŬƚŚĞĐŚĂŶĐĞƐŽĨŝƚ
coming back are much reduced. I think it was a huge relief definitely, for everybody. 
 
>ƵĐǇ P  ? ? ?ƐŚĞ ?ƐďĞĞŶĂůů ĐůĞĂƌ ĨŽƌŵŽƌĞ ƚŚĂŶ  ?ǇĞĂƌƐŶŽǁ ?ƐŽ ƐŚĞ ?ƐĚŽǁŶ ƚŽĂ ƌĞĚƵĐĞĚ
amount ŽĨƚĞƐƚƐĞǀĞƌǇŶŽǁĂŶĚĂŐĂŝŶ ?ũƵƐƚƚŽŵĂŬĞƐƵƌĞŝƚ ?ƐƐƚŝůůŐŽŶĞ ? 
 
dŚĞ ĂďŽǀĞ ƋƵŽƚĞƐ ƐƵŐŐĞƐƚ ƚŚĂƚ >ƵĐǇ ĨĞĞůƐ ŚĞƌ ŵŽƚŚĞƌ ?Ɛ ĐĂŶĐĞƌ ŚĂƐ ŐŽŶĞ ? ĂŶĚ ƚŚĞ
ongoing tests serve not as means of checking whether the cancer has come back, 
but to reassure them all that it has still gone. As follow-up appointments and tests 
ĂƌĞŶŽƚĂƐ ĨƌĞƋƵĞŶƚĂŶĚŚĞƌ ŵŽƚŚĞƌ ŚĂƐďĞĞŶ  ‘Ăůů ĐůĞĂƌ ? for more than five years, 
Lucy said  ‘ƐŚĞ ƉƌŽďĂďůǇ ĚŽĞƐŶ ?ƚ ƚŚŝŶŬ ĂďŽƵƚ ŝƚ ĂƐ ŵƵĐŚ ďĞĐĂƵƐĞ ƚŚĞƌĞ ?Ɛ ůŽŶŐĞƌ
between having to go for scans and things like that... I think she probably goes 
without thinking about it for longer periods. But on a day-to-ĚĂǇďĂƐŝƐ ?/ĚŽŶ ?ƚŬŶŽǁ
ƚŚĂƚƐŚĞǁŽƵůĚǁŽƌƌǇĂďŽƵƚŝƚƚŽŽŵƵĐŚ ? ?
 
>ƵĐǇ P / ĚŽŶ ?ƚ ŬŶŽǁ ƚŚĂƚ ŝƚ ŚĂƐ Ă ďŝŐ ƉůĂĐĞ ŝŶ ŚĞƌ ůŝĨĞ ? ^ŚĞ ĚŽĞƐŶ ?ƚ ƚĂůŬ ĂďŽƵƚ ŝƚ ƚŽŽ
muĐŚ ?/ŬŶŽǁƚŚĂƚƐŚĞŽďǀŝŽƵƐůǇŚĞůƉƐŽƵƚǁŝƚŚĂĐĂŶĐĞƌĐŚĂƌŝƚǇƐŽƐŚĞ ?Ɛ ?ǇŽƵŬŶŽǁ ?
ƐŚĞ ?Ɛ ƚƌǇŝŶŐ ƚŽ ƵƐĞ ŚĞƌ ĞǆƉĞƌŝĞŶĐĞƐ ƚŽ ŽďǀŝŽƵƐůǇ ŚĞůƉŽƚŚĞƌ ƉĞŽƉůĞ ƚŚĂƚ ĂƌĞ ŐŽŝŶŐ
through similar things. 
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Contrasting accounts of the cancer experience from those diagnosed and their 
 ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? 
 
In the following section I present findings from the dyadic analysis, where I 
ĐŽŵƉĂƌĞĚ ĂŶĚ ĐŽŶƚƌĂƐƚĞĚ ƚŚĞ ĂĐĐŽƵŶƚƐ ŽĨ ƚŚŽƐĞ ĚŝĂŐŶŽƐĞĚ ĂŶĚ ƚŚĞŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌƐ ? ? The following discussion focuses on contrasting elements of the accounts 
and is presented at the aggregate level, without pseudonyms, to protect the 
anonymity of those in the study. Contrasts in the accounts of the cancer experience 
ĚŝƐĐƵƐƐĞĚ ďǇ ƉĂƌƚŝĐŝƉĂŶƚƐ ĂŶĚ ƚŚĞŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ĐĞŶƚƌĞon the impact of 
restricted lifestyles, communication and interaction, the extent to which the 
individuals diagnosed continue to seek an explanation for their diagnosis and the 
ƉĞƌĐĞŝǀĞĚ ƉůĂĐĞ ŽĨ ĐĂŶĐĞƌ ŝŶ ƚŚĞ ůŝǀĞƐ ŽĨ ƚŚŽƐĞ ĚŝĂŐŶŽƐĞĚ  ? ‘ƉĂƐƚ ? ǀƐ ?  ‘ƉƌĞƐĞŶƚ ?; 
foreground vs. background).  
 
The impact of restricted lifestyles 
 
The most contentious issue for one couple has been how restrictive the 
consequences of cancer have been on both their lives. One wife in the study feels 
she has to do things on her own now because her husband is not fit enough to do 
them with her. In addition, this wife would like to travel abroad but her husband 
finds this difficult. She finds this frustrating, but understands that her husband does 
ŶŽƚǁĂŶƚ ƚŽďĞĂǁĂǇ ĨƌŽŵ ƚŚĞ  ‘safety net ? of the local hospital, should he have a 
problem. Therefore, they both now lead a more restricted life as a result of her 
ŚƵƐďĂŶĚ ?ƐĚŝĂŐŶŽƐŝƐ ?ŽŶĞƚŚĂƚƐŚĞŚŽƉĞƐǁŝůůďĞĐŽŵĞ ůƐƐƌĞƐƚƌŝĐƚŝǀĞ ŝŶƚŚĞĨƵƚƵƌĞ ?
Whilst the wife is frustrated by the limits placed on her life, her husband is actually 
happy and content with the boundaries now in force, as it means he can focus on 
the things he really enjoys, including his family. 
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Communication between loved ones 
 
One daughter suggested that her mother told her more about her cancer and 
feelings than she did her sons because her mother would not want to worry them. 
Yet, the mother said that she did not hold anything back from her sons, and did not 
ƚƌĞĂƚƚŚĞŵĂŶǇĚŝĨĨĞƌĞŶƚůǇ ?/ŶĨĂĐƚ ?ŝƚĂƉƉĞĂƌĞĚĨƌŽŵƚŚĞŵŽƚŚĞƌ ?Ɛaccount that she 
ǁĂƐ ŵŽƌĞ ǁŽƌƌŝĞĚ ĂďŽƵƚ ŚĞƌ ĚĂƵŐŚƚĞƌ ?Ɛ ƌĞĂĐƚŝŽŶ ƚŽ ŚĞƌ ĚŝĂŐŶŽƐŝƐ ? ĚĞƐĐƌŝďŝŶŐ ŚĞƌ
ĚĂƵŐŚƚĞƌĂƐďĞŝŶŐ ‘ŝŶĂƐƚĂƚĞ ? when she was diagnosed. It is therefore possible that 
the mother actually did not tell her daughter certain things, or put on a brave face, 
to protect her daughter. The daughter did acknowledge that her mother probably 
put on a façade at times and played down the bad times, saying  ‘/ ŝŵĂŐŝŶĞ ƐŚĞ
would have had some quite bad times and just then put on a smiley face and gone 
 “ŽŚ ǇĞĂŚ ? ǇĞĂŚ ? ǇĞĂŚ / ?ŵ ĂůƌŝŐŚƚ ? ? ?,ŽǁĞǀĞƌ ? ƐŚĞ ĂůƐŽ ƐĂŝĚ ƚŚĂƚ ŚĞƌ ŵƵŵ  ‘is very 
open with me, she tells me how she feels. ? ^Ž ? ƚŚĞ ĚĂƵŐŚƚĞƌ ŝƐ ĂǁĂƌĞ ƚŚĂƚ ŚĞƌ
mother might not always have confided in her, but for the most part thought her 
mother would share how sŚĞ ǁĂƐ ĨĞĞůŝŶŐ ? dŚĞƌĞ ǁĂƐ Ă ƐĞŶƐĞ ŝŶ ƚŚĞ ŵŽƚŚĞƌ ?Ɛ
narrative that she wanted to protect her children, but equally the daughter said 
ƚŚĂƚǁŚĞŶŚĞƌŵŽƚŚĞƌǁĂƐĚŝĂŐŶŽƐĞĚƐŚĞǁŚŽǁĞŶƚ ŝŶƚŽ  “mother ?ŵŽĚĞĂŶĚĨĞůƚ
ǀĞƌǇ ƉƌŽƚĞĐƚŝǀĞ ?  ‘probably being a bit over-proteĐƚŝǀĞ ? of her mother. From our 
discussions, the mother might not have needed that from her daughter, as she was 
an independent woman, who had been looking after herself for some time and did 
not perceive cancer as life-threatening. 
 
Contrasting perceptions of seeking an explanation for cancer 
 
One daughter did not think her mother had spent much time looking for an 
explanation as to why she developed bowel cancer. However, her mother clearly 
has, and is frustrated that she does not know what caused her cancer because it 
means she cannot take preventative steps to stop it coming back. Her daughter said 
her mother accepted the diagnosis and just wanted to get on with treatment. 
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Whilst true, her mother actually talked at length about risk factors for cancer and 
her frustration at not being able to take positive steps to prevent recurrence.  
 
Contrasting accounts of the place of cancer  
 
One mother alluded to the fact that she thought her children had trouble forgetting 
that she had cancer, whereas she has moved on. Interestingly though, her daughter 
said that she does not worry about her mother or the cancer coming back, because 
her mother does not mention it. To her, cancer was not  ‘ŚĂŶŐŝŶŐ ŽǀĞƌ ƚŚĞ ĨĂŵŝůǇ
ůŝŬĞĂďŝŐďůĂĐŬĐůŽƵĚ ? ? 
 
Another daughter in the study perceives cancer to be in the past and that her 
mother does not worry about it much on a day-to-day basis. However, it is, in fact, 
ƐƚŝůůĂďŝŐƉĂƌƚŽĨŚĞƌŵŽƚŚĞƌ ?Ɛ ůŝĨĞ ?ĂƐƐŚĞǁŽƌƌŝĞƐĂďŽƵƚƌĞĐƵƌƌĞŶĐĞĂŶĚǁŚĂƚƐŚĞ
might miss if she were diagnosed with cancer again. Her daughter did acknowledge, 
ũƵƐƚĂƐŚĞƌŵŽƚŚĞƌĚŝĚ ?ƚŚĂƚ  ‘ƚŚĞƌĞ ?ƐĂůǁĂǇƐŐŽŝŶŐ ƚŽďĞ ƚŚĂƚŚŽƌƌŝďůĞŶŝŐŐůĞ ŝŶƚŚĞ
ďĂĐŬŽĨǇŽƵƌŵŝŶĚƚŚĂƚŝƚŵŝŐŚƚĐŽŵĞďĂĐŬ ? ?She said that her mother does not talk 
about cancer much anymore. Whilst this may be the case, this does not mean her 
mother does not think about it. In fact, her mother said that cancer is in the back of 
her mind all the time. She always checks for blood after she has been to the toilet, 
ƌĞĨĞƌƌŝŶŐƚŽƚŚĂƚĂƐĂ ‘ĚĂŝůǇŚĂďŝƚ ?. Explanations for this contrast could centre on the 
fact that individuals living long-term after a cancer diagnosis may not want to talk 
about cancer anymore; they want to put it behind them and get on with living. 
,ŽǁĞǀĞƌ ? ƚŚĞ  ‘ĐĂŶĐĞƌ ĨĂƚŝŐƵĞ ? argument put forward by Malcolm could also be at 
play  W after a while even loved ones may not want to listen to individuals talking 
about cancer. Individuals living long-term after a cancer diagnosis are often aware 
of this and therefore do not always share their fears and concerns.  
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Discussion: understanding the experience of long-term cancer survivorship 
 
Benefits and losses during long-term cancer survivorship 
 
All thirteen participants said that something good had come out of the cancer 
experience, but this was to varying extents. However, whilst they all described 
 ‘ƐŽŵĞƚŚŝŶŐŐŽŽĚ ? ?<ĂƚĞƐĂŝĚ ƚŚĂƚƐŚĞǁŽƵůĚƌĂƚŚĞƌƐƚŝůůďĞĂ  ‘ĐƌĂƉ ? person than go 
ƚŚƌŽƵŐŚ ƚŚĞ ĐĂŶĐĞƌ ĞǆƉĞƌŝĞŶĐĞ ? dŚŝƐ ƐĞŶƚŝŵĞŶƚ ĞĐŚŽĞƐ ĨŝŶĚŝŶŐƐ ĨƌŽŵ DĐ'ƌĂƚŚ ?Ɛ
(2004b) study, which reported that long-term ŚĂĞŵĂƚŽůŽŐŝĐĂů ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐ  ‘ŝŶ
ƐƉŝƚĞ ŽĨ ƉŽƐŝƚŝǀĞƐ ? ĐŽƵůĚ ŚĂǀĞ ĚŽŶĞ ǁŝƚŚŽƵƚ ƚŚĞ ĞǆƉĞƌŝĞŶĐĞ ?  ? ? ? ? ?ď P  ? ? ? ? ? /Ŷ ƚŚĞ
wider chronic illness literature, Lau and van Neikerk (2011) found that young burns 
ƐƵƌǀŝǀŽƌƐĚĞƐĐƌŝďĞĚ ‘ƵŶĞǆƉĞĐƚĞĚŐĂŝŶƐ ?ǁŚŝĐŚƌĞƐƵůƚĞĚin what they referred to as a 
 ‘ďŝƚƚĞƌ-ƐǁĞĞƚ ?ĞǆƉĞƌŝĞŶĐĞ ?
 
Findings from this study support the notion that positive and negative impacts of 
cancer co-exist. Facets of post-traumatic growth - changes to self, relationships and 
philosophy of life (Tedeschi and Calhoun 1995) - are evident in the narratives 
presented in this study, but these positive changes are often accompanied by 
simultaneous losses. Previous research has shown that long-term cancer survivors 
can experience positive growth after a cancer diagnosis, whilst simultaneously 
ĞǆƉĞƌŝĞŶĐŝŶŐ ůŽƐƐĞƐ Žƌ  ‘ĨĂůůŽƵƚ ? ĂƐ Ă ƌĞƐƵůƚ ŽĨ ƚŚĞ ĚŝƐĞĂƐĞ ĂŶĚ ŝƚƐ ĐŽŶƐĞƋƵĞŶĐĞƐ
(Pelusi 1997, Tomich et al. 2005, Bertero and Wilmoth 2007, Doyle 2008, Sekse et 
al. 2009, Helgeson 2010, Kahana et al. 2011, Schroevers et al. 2011). As such, 
findings from this study support Kahana et al. ?Ɛ  ? ? ? ? ? ? ŶŽƚŝŽŶ ŽĨ ƉŽƐƚ-traumatic 
transformation, a concept used to encompass the duality of positive and negatives 
experiences. However, what this study highlights is the variable extent of this 
transformation and a need to explore the duality of positive and negative 
transformations that seem to occur during the long-term survivorship phase. 
Psychosocial oncology research needs to move away from focusing on the 
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extremes, as has been the case until relatively recently. As the cancer narratives in 
this study point to growth and loss alongside each other, I suggest explanatory 
frameworks need to incorporate both these facets of the cancer experience. 
 
Legacy of lingering uncertainty 
 
ŽǇůĞ  ? ? ? ? ? ? ĐŽŶĚƵĐƚĞĚ ĂŶ ĞǀŽůƵƚŝŽŶĂƌǇ ĐŽŶĐĞƉƚ ĂŶĂůǇƐŝƐ ŽĨ ƚŚĞ ƚĞƌŵ  ‘ĐĂŶĐĞƌ
ƐƵƌǀŝǀŽƌƐŚŝƉ ? ?hŶĐĞƌƚĂŝŶƚǇǁĂƐŽŶĞŽĨ ĨŝǀĞĂƚƚƌŝďƵƚĞƐŝĚĞŶƚŝĨŝĞĚ ?Žǁ ? ? ? ? ? ?ĂƌŐƵĞƐ
ƚŚĂƚ  ‘ƵŶĐĞƌƚĂŝŶƚǇ ŝƐ ĂŶ ŝŶĞǆƚƌŝĐĂďůĞ ƉĂƌƚ ŽĨ ƐƵƌǀŝǀŝŶŐĐĂŶĐĞƌ ?  ? ? ? ? ? P  ? ? ? ? ǁŚŝůƐƚ
Vachon  ? ? ? ? ? ?ƐƵŐŐĞƐƚƐƚŚĂƚ ?ĨŽƌƐŽŵĞƐƵƌǀŝǀŽƌƐ ?ƵŶĐĞƌƚĂŝŶƚǇŶĞǀĞƌŐŽĞƐĂǁĂǇ ? ‘ƚŚĂƚ
this fear does not decrease over time, but may become worse as one worries how 
ůŽŶŐ ŽŶĞ ?Ɛ ůƵĐŬ ĐĂŶ ůĂƐƚ ?  ? ? ? ? ? P  ? ? ? ? ? DŽƌĞ ƌĞĐĞŶƚůǇ ? Miller (2012) explored the 
specific sources of uncertainty experienced during cancer survivorship, highlighting 
medical, personal and social sources of uncertainty unique to the cancer 
experience. Medical sources of uncertainty relate to diagnosis, treatment and 
prognosis, including variability and longevity of side effects. Personal sources of 
ƵŶĐĞƌƚĂŝŶƚǇƌĞůĂƚĞƚŽĐŚĂŶŐĞƐƚŽŽŶĞ ?ƐƐĞŶƐĞŽĨƐĞůĨ ?ŝŶĐůƵĚŝŶŐĐŽŶĨůŝĐƚŝŶŐŝĚĞŶƚŝƚŝĞƐ ?
physical changes to self and career-related concerns. Social sources of uncertainty 
relate to communication and interaction with wider social networks, including 
family. This includes unpredictable interactions, disclosure and impact on future 
intimate and familial relationships. Miller concluded that uncertainty persists long 
after treatment completion and recommends that uncertainty should be managed 
throughout survivorship (Miller 2012). In contrast, research has also suggested that 
long-term survivors may have come to terms with, and moved on from, their cancer 
experience. The experience moves into the background and there is reduced 
concern about the impact of cancer on their lives  W cancer is part of the past (Carter 
1993, Miller et al. 2008).  
 
Findings from this study corroborate those reported by Miller (2012), in particular 
the sense of lingering uncertainty that underpins the cancer experience, which 
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suggests uncertainty does persist into long-term survivorship. Evidence from this 
study demonstrates that lingering uncertainty manifests itself in different ways and 
to different extents during the long-term cancer survivorship phase. This includes 
fear and risk of recurrence, how long side effects will continue for, and will they 
worsen, will cancer be their cause of death, future sexual function and 
relationships, ĐŚŝůĚƌĞŶ ?ƐƌŝƐŬŽĨĚĞǀĞůŽƉŝŶŐĐĂŶĐĞƌĂŶĚďĞŝŶŐƵŶĂďůĞƚŽƉůĂŶĨŽƌƚŚĞ
future. For some it is a weak sense of uncertainty (e.g. Patricia and Claire) whereas 
other described a strong sense of uncertainty (e.g. Richard). As such, findings 
ƐƵƉƉŽƌƚ WĞůƵƐŝ ?Ɛ ĐŽŶĐůƵƐŝŽŶ ƚŚĂƚ ƐƵƌǀŝǀŽƌƐŚŝƉ ŝƐ ĂŶ ‘ƵŶĐŚĂƌƚĞĚ ? ĞǀĞƌ-changing, 
ŶŽŶƉƌĞĚŝĐƚĂďůĞũŽƵƌŶĞǇ ? ? ? ? ? ? P ? ? ? ? ? ? 
 
The predominant manifestation of lingering uncertainty is fear of recurrence. 
Previous research has highlighted it as a concern for long-term cancer survivors 
(Deimling et al. 2006a, Cesario et al. 2010, Harrison et al. 2011, Department-of-
Health 2012, Miller 2012). In a recent Department of Health pilot survey on the 
quality of life in cancer survivors in England, fear of recurrence and fear of dying 
were reported by cancer survivors at one year post-diagnosis (47% and 27% 
respectively). At five years post-diagnosis, fear of recurrence was reported by 42.5% 
of respondents whilst 22% reported an ongoing fear of dying (Department-of-
Health 2012). Ɛ ƐƵĐŚ ? ŝƚ ĐŽƵůĚďĞ ƐĂŝĚ ƚŚĂƚ ƚŚĞ  ‘ƐǁŽƌĚŽĨĂŵŽĐůĞƐ ? ĐŽŶƚŝŶƵĞƐ ƚŽ
hang over many people living long-term after a cancer diagnosis. People diagnosed 
ǁŝƚŚ ĐĂŶĐĞƌ ŚĂǀĞ ďĞĞŶŵĂĚĞ  ‘ŵŽƌƚĂůŝƚǇ ƐĂůŝĞŶƚ ? W they have confronted death and 
recognise that they will do so again at some point in the future, although they do 
not know when (Little and Sayers 2004b, Little and Sayers 2004a). This 
confrontatiŽŶǁŝƚŚĚĞĂƚŚŚĂƐ ‘ĚŝƐƌƵƉƚĞĚƚŚĞŝƌƉƌĞǀŝŽƵƐďĞůŝĞĨƐĂďŽƵƚůŝĨĞĞǆƉĞĐƚĂŶĐǇ ?
ŵĂŬŝŶŐƚŚĞŵŝŶƐĞĐƵƌĞĂďŽƵƚŚŽǁŵƵĐŚƚŝŵĞƚŚĞǇŵĂǇŚĂǀĞ ůĞĨƚ ?  ?ZĂƐŵƵƐƐĞŶĂŶĚ
Elverdam, 2007: 618). Indeed, Cesario et al. (2010) found that worry about 
recurrence and fear of death were expressed regardless of age or life stage in a 
sample of long-term ovarian cancer survivors. Women felt they were being denied a 
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future. Even those told they were cured expressed concern that cancer would 
return. As such, cancer was a constant threat (Cesario et al. 2010).   
 
Conflicting findings have been reported regarding long-ƚĞƌŵ ƐƵƌǀŝǀŽƌƐ ? ƉĞƌĐĞŝǀĞĚ
cause of cancer and fear of recurrence. It has been argued that developing a theory 
as to why cancer developed may provide a sense of security and reduce worry 
about recurrence (Dirksen 1995). However, a more recent study reported that 
perceived chance of recurrence was not associated with attribution of cause or 
prevention (Stewart et al. 2001). Findings from this study appear to corroborate 
Stewart et al ? ?Ɛ ĨŝŶĚŝŶŐƐ ? ^ŽŵĞ ƉĂƌƚŝĐŝƉĂŶƚƐ ǁŚŽ ŚĂǀĞ ĂƚƚƌŝďƵƚĞd a cause to their 
cancer still have a strong fear of recurrence. This could be, in part, linked to hyper-
vigilance. Horlick-:ŽŶĞƐ  ? ? ? ? ? ?ƋƵĞƐƚŝŽŶƐ ŚŽǁ ƐƵƌǀŝǀŽƌƐ  ‘ďƌĂĐŬĞƚ ? ƚŚĞŝƌ ĨĞĂƌƐ ĂďŽƵƚ
recurrence, and stop constantly checking for symptoms. Survivors have lost trust in 
ƚŚĞŝƌĂďŝůŝƚǇƚŽůŽŽŬĂĨƚĞƌƚŚĞŝƌŽǁŶŚĞĂůƚŚ ?ǁŚŝĐŚŚĞƌĞĨĞƌƐƚŽĂƐĂůŽƐƐŽĨ ‘ĞǀĞƌǇĚĂǇ
ŚĞĂůƚŚĐŽŵƉĞƚĞŶĐĞ ?(Horlick-Jones 2011). Indeed, ŽŶĞ ŽĨ ƚŚĞ ƚŚĞŵĞƐ ŝŶƌĞĂĚĞŶ ?Ɛ
 ? ? ? ? ? ? ƐƚƵĚǇ ŽĨ ůŝǀŝŶŐ ďĞǇŽŶĚ ĐĂŶĐĞƌ ŝƐ  ‘ƚŚĞ ďŽĚǇ ĂƐƚŚĞ ŚŽƵƐĞ ŽĨ ƐƵƐƉŝĐŝŽŶ ?  W
women feel that their bodies have let them down. Some individuals in this study 
also described a loss of confidence about their own health. Horlick-Jones (2011) 
suggests survivors sometimes interpret mundane sensations as symptoms of 
recurrence. Kate is an exemplar case in this respect. She feels that HPV is the cause 
of her cancer. She has not engaged in a sexual relationship since her diagnosis, in 
part to protect herself from the spread of HPV. However, she still has a strong fear 
of recurrence and is hyper-vigilant, checking for blood in her urine every day.  
 
Miller (2012) concluded that uncertainty experiences vary from person to person. 
This was certainly the case in this study, where all individuals experienced 
uncertainty to some extent, but some manifested a stronger sense of lingering 
uncertainty than others. Some sources of uncertainty were unique to the cancer 
experience, but some participants also described uncertainty relating to ageing, 
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particularly how their health status may be affected as they get older. Here we can 
ƐĞĞŚŽǁĂŶŝŶĚŝǀŝĚƵĂů ?ƐůŝĨĞƐƚĂŐĞŵĂǇŝŶĨůƵĞŶĐĞƚŚĞŝƌĞǆƉĞƌŝĞŶĐĞŽĨƵŶĐĞƌƚĂŝŶƚǇ ? 
 
The place of cancer in long-term survivorship 
 
DŝůůĞƌ ? ? ? ? ? P ? ? ? ?ĂƌŐƵĞƐƚŚĂƚ ‘ůŝǀŝŶŐǁŝƚŚĞĂĐŚƐŽƵƌĐĞŽĨƵŶĐĞƌƚĂŝŶƚǇŝƐĐŚĂůůĞŶŐŝŶŐ
ďĞĐĂƵƐĞ ŝƚ ŵĂǇ ƉĞƌƐŝƐƚ ?ǁĂǆŝŶŐ ĂŶĚ ǁĂŶŝŶŐ ? ƚŚƌŽƵŐŚŽƵƚ ƐƵƌǀŝǀŽƌƐŚŝƉ ? ?Similarly, in 
this study, so-called  ‘ƌĞĂůŝƚǇ ĐŚĞĐŬƐ ? experienced by participants can result in the 
movement of cancer from the background to the foreground of their lives. These 
reminders of cancer have been discussed in other studies of long-term cancer 
ƐƵƌǀŝǀŽƌƐŚŝƉ ?ďƵƚŽŶůǇŽŶĞƐƚƵĚǇŚĂƐĞǆƉůŝĐŝƚůǇĞǆƉůŽƌĞĚ ‘ƚƌŝŐŐĞƌƐŽĨƵŶĐĞƌƚĂŝŶƚǇ ?(Gil 
et al. 2004). Similar to the participants in this study, Sekse et al. (2009) highlighted 
ƚŚĂƚ ‘ĂůƚŚŽƵŐŚŵĂŶǇ ?ůŽŶŐ-term gynaecological cancer survivors] said that they were 
more or less through with cancer, little was needed to spark distress or anxiety for a 
ƌĞŶĞǁĞĚƚŚƌĞĂƚ ? ? ? ? ? ? P ? ? ? ? ?/Ŷ'ŝůet al ? ?Ɛ ? ? ? ? ? ?ƐƚƵĚǇ ?the most frequent triggers 
for long-term breast cancer survivors were hearing about somebody else diagnosed 
with cancer and new aches/pains. Other triggers included information about cancer 
in the media, follow-up appointments, annual mammograms, late effects of 
treatment, the anniversary of diagnosis and when a healthcare professional pays 
attention to a symptom - similar to the findings presented in this study. Over half of 
the participants mentioned pain/symptoms as a trigger, followed by side effects of 
treatment and meeting/talking to other people, or hearing of other people 
diagnosed with cancer.  However, what this study adds is that broader life events, 
such as experiencing low or anxious points in life, can also act as a reminder of 
cancer. As such, the importance of wider personal and social context is stressed 
when considering when and why cancer fluctuates between the foreground and 
ďĂĐŬŐƌŽƵŶĚŽĨŝŶĚŝǀŝĚƵĂůƐ ?ůŝǀĞƐ ? 
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Typology of the place of cancer 
 
My analysis identified three sub-groups that make up a typology describing the 
place of cancer in long-term cancer survivorship: cancer is in the  ‘ƉĂƐƚ ? ?  ‘ƉĂƐƚ-
ƉƌĞƐĞŶƚ ?Žƌ ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?.  
 
ĂŶĐĞƌŝŶƚŚĞ ‘ƉĂƐƚ ?ŐƌŽƵƉ 
 
WĂƌƚŝĐŝƉĂŶƚƐŝŶƚŚĞ ‘ƉĂƐƚ ?ŐƌŽƵƉĂƉƉear to have come to terms with, and moved on 
from, their cancer experience. The experience has moved into the background, for 
the most part, and there is reduced concern about the impact of cancer on their 
lives. This group shares features with what Mullan (1985) and subsequently Miller 
et al.  ? ? ? ? ? ?ƌĞĨĞƌƚŽĂƐ ‘ƉĞƌŵĂŶĞŶƚƐƵƌǀŝǀĂů ? ?dŚŝƐƉŚĂƐĞĞŵďŽĚŝ Ɛ ‘ĂŐƌĂĚƵĂůƐĞŶƐĞ
or confidence that the risk of recurrence is low and that the chance of long-term 
ƐƵƌǀŝǀĂů ŝƐ ŐƌĞĂƚ ?  ?DŝůůĞƌet al., 2008: 372). Participants who fall into this group 
(Claire and Patricia) correspond with Miller et al. ?Ɛ  ? ? ? ? ? ? ƐƵď-ĐĂƚĞŐŽƌǇŽĨ  ‘ĐĂŶĐĞƌ
free-ĨƌĞĞ ŽĨ ĐĂŶĐĞƌ ? ? dŚĞǇ ĂƌĞ ŝŶ ƌĞŵŝƐƐŝŽŶ ĂŶĚ ŚĂǀĞ ĞǆƉĞƌŝ ŶĐĞĚ ůŝƚƚůĞ  ‘ĨĂůů-ŽƵƚ ?
(physical or emotional impact) as a result of cancer. In terŵƐ ŽĨ ƚŚĞ  ‘ƐƵƌǀŝǀŽƌ ?
ŝĚĞŶƚŝƚǇ ? ůĂŝƌĞ ŚĂƐ ĂĐĐĞƉƚĞĚ ƚŚĂƚ ƐŚĞ ŝƐ Ă  ‘ƐƵƌǀŝǀŽƌ ?ďƵƚ ŚĂƐ ŶŽƚ ŝŶƚĞƌŶĂůŝƐĞĚ ƚŚĞ
 ‘ƐƵƌǀŝǀŽƌ ?ŝĚĞŶƚŝƚǇ ?ŝƚŝƐŶŽƚŚŽǁƐŚĞƐĞĞƐŚĞƌƐĞůĨĂŶĚǁŽƵůĚŶŽƚĚĞƐĐƌŝďĞŚĞƌƐĞůĨĂƐ
ƐƵĐŚ ?WĂƚƌŝĐŝĂŽŶƚŚĞŽƚŚĞƌŚĂŶĚŚĂƐĂƐƐŝŵŝůĂƚĞĚƚŚĞ ‘ƐƵƌǀŝǀŽƌ ?ŝdentity into who she 
is - being a cancer survivor is a positive part of her identity today. 
 
ĂŶĐĞƌŝŶƚŚĞ ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ?ŐƌŽƵƉ 
 
dŚĞ ĞǆƉĞƌŝĞŶĐĞƐ ĚĞƐĐƌŝďĞĚ ďǇ ƉĂƌƚŝĐŝƉĂŶƚƐ ǁŚŽ ĨĂůů ŝŶƚŽ ƚŚĞ  ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ? ŐƌŽƵƉ
reflect those reported by Breaden (1997) who found that, on treatment completion, 
individuals feel they have not only survived cancer, but are also surviving the 
experience of cancer. Again, parallels can be seen with Miller et al. ?Ɛ  ? ? ? ? ? ?
 ‘ƉĞƌŵĂŶĞŶƚ ƐƵƌǀŝǀĂů ? ƉŚĂƐĞ ? ďƵƚ ƉĂƌƚŝĐŝƉĂŶƚƐ ŝŶ ƚŚĞ  ‘ƉĂƐƚ-preƐĞŶƚ ? ŐƌŽƵƉ ĨĂůů ŝŶƚŽ
their second sub-ĐĂƚĞŐŽƌǇ ŽĨ  ‘ĐĂŶĐĞƌ ĨƌĞĞ-ŶŽƚ ĨƌĞĞ ŽĨ ĐĂŶĐĞƌ ? ? dhey too are in 
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ƌĞŵŝƐƐŝŽŶďƵƚĐŽŶƚŝŶƵĞƚŽĞǆƉĞƌŝĞŶĐĞ ‘ĨĂůů-ŽƵƚ ?ĨƌŽŵƚŚĞĚŝƐĞĂƐĞ ?ůŽŶŐ-term and/or 
late effects of cancer and its treatment and fear of recurrence). Drawing on 
Tedeschi et al ? ?Ɛ ? ? ? ? ? ?ƌĞƐŝůŝĞŶĐĞĂŶĚƚŚƌŝǀŝŶŐĨƌĂŵĞǁŽƌŬ ?ƉĂƌƚŝĐŝƉĂŶƚƐŝŶƚŚĞ ‘ƉĂƐƚ-
ƉƌĞƐĞŶƚ ? ŐƌŽƵƉ ĞǆŚŝďŝƚ ĞůĞŵĞŶƚƐ ŽĨ ƚŚĞŝƌ  ‘ƐƵƌǀŝǀĂů ? ƐƵď-category  W they have 
survived, but without regaining their previous level of functioning (Tedeschi et al. 
1998). Once again, some of the participants in this group have accepted that they 
ŵĂǇďĞŝĚĞŶƚŝĨŝĞĚĂƐ ‘ƐƵƌǀŝǀŽƌƐ ?ďƵƚŚĂǀĞŶŽƚ ?ĂŶĚŚĂǀĞŶŽĚĞƐŝƌĞƚŽ ?ŝnternalise the 
 ‘ƐƵƌǀŝǀŽƌ ? ŝĚĞŶƚŝƚǇ ŝŶƚŽ ƚŚĞŝƌ ƐĞŶƐĞ ŽĨ ƐĞůĨ ? ^ŽŵĞ ? ůŝŬĞ DĂƌǇ ? ĚŽ ŶŽƚ ǁĂŶƚ ƚŽ ďĞ
defined by their illness, whilst others, like Angela, do not feel their experience was 
severe enough to warrant such a label (Kaiser, 2008), Some participants in this 
ŐƌŽƵƉ ŚĂǀĞ ? ǁŚĂƚ <ĂŝƐĞƌ  ? ? ? ? ? ? ƌĞĨĞƌƐ ƚŽ ĂƐ ?  ‘ĐƌĂĨƚĞĚ ? ŶĞǁ ŝůůŶĞƐƐ ůĂďĞůƐ ? &Žƌ
example, post-ƚƌĞĂƚŵĞŶƚ ?ďŽƚŚDĂƌǇĂŶĚDŽŝƌĂƌĞĨĞƌƚŽƚŚĞŵƐĞůǀĞƐĂƐ ‘ǁĞůů ?ƌĂƚŚĞƌ
ƚŚĂŶ ‘ƐƵƌǀŝǀŽƌƐ ? ?,ŽǁĞǀĞƌ ?ŽƚŚĞƌƐŚĂǀĞĂĚŽƉƚĞĚƚŚĞ ‘ƐƵƌǀŝǀŽƌ ?ůĂďĞů ?ĂŶĚƚĂŬĞƉƌŝĚĞ
in their identity as a cancer survivor.  
 
ĂŶĐĞƌŝŶƚŚĞ ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?ŐƌŽƵƉ 
 
/ƚĐŽƵůĚďĞƐĂŝĚƚŚĂƚƚŚĞƉĂƌƚŝĐŝƉĂŶƚƐŝŶƚŚĞ ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?ŐƌŽƵƉůŝǀĞŝŶǁŚĂƚ&ƌĂŶŬ
 ? ? ? ? ? ? ĐĂůůƐ ƚŚĞ  ‘ƌĞŵŝƐƐŝŽŶ ƐŽĐŝĞƚǇ ?  W they are effectively well but could never 
considered ĐƵƌĞĚ ? ? ? ? ? ? P ? ? ?,ŽǁĞǀĞƌ ?ŝƚŝƐŝŶƚĞƌĞƐƚŝŶŐƚŽĐŽŶƐŝĚĞƌǁŚĂƚŝƐŵĞĂŶƚďĞ
 ‘ǁĞůů ? ? dŚĞ ŝŶĚŝǀŝĚƵĂůƐ ŝŶ ƚŚŝƐ ŐƌŽƵƉ ĂƌĞ ĐƵƌƌĞŶƚůǇ  ‘ĚŝƐĞĂƐĞ-ĨƌĞĞ ?  Wthere is no 
evidence of active disease - ƚŚĞƌĞĨŽƌĞŝŶƚŚŝƐƌĞƐƉĞĐƚƚŚĞǇĂƌĞ ‘ǁĞůů ? ?dŚŝƐĂƉƉůŝĞƐƚŽ
Margaret and Andy  W the disease episode is in the past and they do not experience 
side effects of treatment that affect physical functioning. However, neither Richard 
ŶŽƌZŽŐĞƌďĞůŝĞǀĞƚŚĞǇĂƌĞ ‘ĐƵƌĞĚ ? ?/ŶƚĞƌŵƐŽĨƚŚĞĚŝƐĞĂƐĞ ?ƚŚĞǇĂƌĞ ‘ǁĞůů ?- for now. 
However, they ĂƌĞ ŶŽƚ  ‘ǁĞůů ? ǁŝƚŚ ƌĞƐƉĞĐƚ ƚŽ ƚŚĞ ƐŝĚĞ ĞĨĨĞĐƚƐ ŽĨ ĐĂŶĐĞƌ ƚƌĞĂƚŵĞŶƚ
they experience. Richard has urological problems and Roger experiences problems 
with sexual functioning. What they all have in common is a perception that they are 
 ‘ůŝǀŝŶŐǁŝƚŚ ?ĐĂŶĐĞƌwithin them, and it has the potential to affect them again in the 
ĨƵƚƵƌĞ ? dŚĞ ŵĂũŽƌŝƚǇ ŝŶ ƚŚŝƐ ŐƌŽƵƉ ? ŚŽǁĞǀĞƌ ? ŚĂǀĞ ŶŽƚ ŝŶƚĞƌŶĂůŝƐĞĚ ƚŚĞ  ‘ƐƵƌǀŝǀŽƌ ?
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ŝĚĞŶƚŝƚǇ ĂŶĚ ƚŚĞ ůĂďĞů  ‘ƐƵƌǀŝǀŽƌ ? ƚĂŬĞƐ ŽŶ Ă ĚŝĨĨĞƌĞŶƚ ŵĞĂŶŝŶŐ ĨŽƌ ƚŚŝƐ ŐƌŽƵƉ ? Ɛ
Kaiser (2008) pointed out, foƌƐŽŵĞƉĞŽƉůĞƚŚĞůĂďĞů  ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ĚŽĞƐŶŽƚƐŝƚ
well with them as life post-treatment can be challenging, particularly if the 
ŝŶĚŝǀŝĚƵĂůĚŽĞƐŶŽƚĨŝƚǁŝƚŚƚŚĞ ‘ŝĚĞĂůƚǇƉĞ ?ŝ ?Ğ ?Ĩŝƚ ŚĞĂůƚŚǇ ?ǀŽůƵŶƚĞĞƌŝŶŐĨŽƌĐŚĂƌŝƚǇ ?
etc. (Kaiser, 2008). Whilst thosĞ ŝŶ ƚŚĞ  ‘ƉĂƐƚ ? ĂŶĚ  ‘past-ƉƌĞƐĞŶƚ ? groups have 
survived cancer, Richard, for example, perceives himself as a survivor in the present 
tense  W he is surviving cancer (both the disease and the experience of cancer). He is 
in a perpetual state of survival as he grapples with an ongoing fear of recurrence 
and the daily struggle to manage the consequences of treatment.  
 
Throughout the findings chapters, I have discussed some of the contextual socio-
demographic and cancer-related factors that may influence the place of cancer in 
ƉĂƌƚŝĐŝƉĂŶƚƐ ?ůŝǀĞƐ ?/ƚŝƐĚŝĨĨŝĐƵůƚƚŽŵĂŬĞĂƐƐŽĐŝĂƚŝŽŶƐŽƌĚƌĂǁĐŽŶĐůƵƐŝŽŶƐĂďŽƵƚƚŚĞ
impact of factors such as age, gender, cancer type and time since diagnosis on the 
place of cancer because findings are based on the accounts of a small sample of 13 
participants. It is clear from the findings presented that for those living long-term 
after a cancer diagnosis the nature of the cancer experience is individualised. To 
understand the legacy of ĐĂŶĐĞƌƌĞƋƵŝƌĞƐĂĚĞĞƉĞǆƉůŽƌĂƚŝŽŶŽĨŝŶĚŝǀŝĚƵĂůƐ ?ƉĞƌƐŽŶĂů
and social circumstances.  
 
Building on existing models of survivorship 
 
Fundamental to being able to put cancer (the disease) in the past is the five-year 
survival marker. The five-year marker was a key turning point for many participants 
and allowed them to draw a line under that particular cancer episode. Adopting a 
positive, optimistic attitude towards cancer also seem to enable participants to put 
the disease in the past.  Cancer is in the present for those experiencing ongoing 
consequences of cancer and its treatment that affect physical functioning and body 
image, those living with a fear of recurrence or those actively engaged, on a regular 
basis, with cancer-related activities. The extent to which participants feel cancer will 
affect their future is, in part, driven by their perception of the cause, and course, of 
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the disease. Those that feel cancer is within them have a strong sense that cancer 
has the potential to affect their future. Either they do not feel they have been cured 
of the illness episode they experienced, or that particular episode has been 
ƐƵĐĐĞƐƐĨƵůůǇ ƚƌĞĂƚĞĚ ? ďƵƚ ĐĂŶĐĞƌ Ɛƚŝůů ĞǆŝƐƚƐ ǁŝƚŚŝŶƚŚĞŵ ? dŚĞƐĞ  ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?
ŝŶĚŝǀŝĚƵĂůƐ ƚŚĞƌĞĨŽƌĞ ĚŝĨĨĞƌ ƚŽ ƚŚŽƐĞ ŝŶ ƚŚĞ  ‘ƉĂƐƚ-presĞŶƚ ? ŐƌŽƵƉ ? ĂƐ ƚŚĞ ůĂƚƚĞƌ ĨĞĞů
cancer (the disease) has gone  W it is generally the physical consequences of cancer 
and its treatment that they live with today.  
 
The typology/model of long-term survivorship that I have developed resonates in 
part with Miller et al ? ?Ɛ  ? ? ? ? ? ? ŵŽĚĞů ŽĨ ƐƵƌǀŝǀŽƌƐŚŝƉ ? ,ŽǁĞǀĞƌ ? ĂŶ ĂĚĚŝƚŝŽŶĂů
ĐĂƚĞŐŽƌǇŝƐŶĞĞĚĞĚƚŚĂƚƌĞĨůĞĐƚƐƚŚĂƚ ?ĂůƚŚŽƵŐŚƚŚĞ ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?ŐƌŽƵƉŚĂǀĞďĞĞŶ
ƚŽůĚƚŚĞǇĂƌĞ ‘ĚŝƐĞĂƐĞ-ĨƌĞĞ ? ?ƚŚĞǇĨĞĞůƚŚĞǇĂƌĞůŝǀŝŶŐǁŝƚŚĐĂŶĐĞƌwithin them. This 
additional category should reflect not only the ongoing state of surviving the 
experience of cancer, but also surviving the disease itself. Miller et al ? ?Ɛ  ? ? ? ? ? ?
model also does not also account for the growth that can occur as a result of the 
 ‘ĨĂůů-ŽƵƚ ? ŽĨ ƚŚĞ ĚŝƐĞĂƐĞ ? ĂƐ Ğvidenced by the simultaneous benefits and losses 
experienced by the majority of participants in this study, across the three sub-
groups of the typology.  
 
It is important to position the analysis within the broader methodological and 
philosophical underpinnings of the study. The stories generated between the 
participants and myself were active; co-constructed. Therefore, I reiterate the 
situated nature of the accounts interpreted and presented in this thesis. My 
interpretation of the place of cancer in partŝĐŝƉĂŶƚƐ ?ůŝǀĞƐŝƐƌĞĨůĞĐƚĞĚŝŶƚŚĞƐƚŽƌŝĞƐ
they shared at a particular point in time in their cancer trajectory and wider life 
course. Had they been interviewed at another time, by another researcher, their 
stories, and the interpretation of their cancer experience, are likely to have been 
different, hence the situated nature of accounts. Building a typology is a descriptive 
tool to aid cross-case analysis; to explore the experience of long-term cancer 
survivorship at the aggregate level. Therefore, reflecting on the situated nature of 
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the cancer experience, the place of cancer highlighted here, be it in the past, 
present or future is not fixed or static; it has changed over time, and is likely to do 
so again. For example, Angela was borderline between the  ‘ƉĂƐƚ ? ?ĂŶĚ ‘ƉĂƐƚ- ƌĞƐĞŶƚ ?
groups. She described her cancer as  ‘ƌĞůĂƚŝǀĞůǇŵŝŶŽƌ ?, that it has now gone and that 
she has actually grown as a result of the experience. However, she now experiences 
bone-thinning, which is possibly a consequence of radiotherapy and hormone 
therapy. This has led to a nervousness about her ability to remain active in the 
future, and may restrict her activities. As a result of this deterioration in bone 
ĚĞŶƐŝƚǇŶŐĞůĂŝƐŝŶƚŚĞ ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ?ŐƌŽƵƉ ?,ĂĚ/ŝŶƚĞƌǀŝĞǁĞĚŶŐĞůĂĂĐŽƵple of 
ǇĞĂƌƐƉƌĞǀŝŽƵƐůǇ ?ƐŚĞŵĂǇǁĞůůŚĂǀĞĨĂůůĞŶŝŶƚŽƚŚĞ ‘ƉĂƐƚ ?ŐƌŽƵƉ ?ĂƐďŽŶĞ-thinning is 
something she has experienced during the long-term survivorship phase. Her case 
serves to demonstrate the potential late effects of cancer treatment and how the 
place of cancer can shift over time.  
 
In addition, drawing on the findings presented in this chapter, the sense of lingering 
ƵŶĐĞƌƚĂŝŶƚǇ ? ĂůŽŶŐƐŝĚĞ  ‘ƌĞĂůŝƚǇ ĐŚĞĐŬƐ ? ĚĞƐĐƌŝďĞĚďǇƉĂƌƚŝĐŝƉĂŶƚƐ ? ƌĞŝƚĞƌĂƚĞƐ ĨƵƌƚŚĞƌ
that the place of cancer is not fixed. Not only can it oscillate between the past, 
present and future, but also between the foreground and background of 
ƉĂƌƚŝĐŝƉĂŶƚƐ ? ůŝǀĞƐ ? ĂŶĐĞƌ ĞǀĞŶƚƐ ? ‘ƌĞĂůŝƚǇ ĐŚĞĐŬƐ ? or other life events can mean 
ĐĂŶĐĞƌ ŵŽǀĞƐ ĨƌŽŵ ƚŚĞ ďĂĐŬŐƌŽƵŶĚ ŽĨ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ŵŝŶĚƐ ƚŽ ƚŚĞ ĨŽƌeground, 
interrupting the project of putting cancer in the past and, thus, their ability to move 
forward from the cancer experience. For the majority of participants in this study, 
cancer and its consequences were not something that affected them on a daily 
basis. However, all participants described reminders of cancer that bring it to the 
foreground of their minds, be it checking for symptoms of recurrence such as blood 
in stools or urine, or experiencing the side effects of treatment, such as infections, 
ŝŵƉŽƚĞŶĐĞ ? ĨĂƚŝŐƵĞ Žƌ ŝƌƌĞŐƵůĂƌ ďŽǁĞů ĨƵŶĐƚŝŽŶŝŶŐ ? dŚĞƐĞ  ‘ƌĞĂůŝƚǇ ĐŚĞĐŬƐ ? ƉƌĞǀĞŶƚ
participants from keeping cancer and its consequences in the background and 
impacting their ability to engage in activities and pursuits of daily living. This 
highlights the tension experienced by those living long-term after a cancer 
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diagnosis. For the most part, the majority can get on with living but from time to 
time they are reminded of the fact that they were diagnosed with cancer, and this 
brings the disease, and the experience of it, to the forefront of their minds. What 
this study has shown is that this uncertainty and unpredictability lasts long after 
treatment completion. Here we can link back to the legacy of benefits and losses 
experienced by individuals diagnosed with cancer highlighted in this study. Whilst 
there are positives to be taken from the cancer experience, these exist alongside 
losses that, intermittently, serve to remind individuals that they were diagnosed 
with not just a life-threatening, but sometimes life-altering, disease. In a recent 
ƌĞƉŽƌƚ ?DĂĐŵŝůůĂŶĂŶĐĞƌ^ƵƉƉŽƌƚƌĞĨĞƌƌĞĚƚŽƚŚŝƐůĞŐĂĐǇĂƐ ‘ƚŚĞƚƌƵĞĐŽƐƚŽĨďĞŝŶŐ
ĐƵƌĞĚ ? (Macmillan-Cancer-Support 2013).  
 
Summary of the experience of long-term cancer survivorship  
 
Figure 9.7 demonstrates how the different elements of the cancer experience 
interact and influence the place of cancer in long-term cancer survivorship.  Cancer 
ŚĂƐůĞĨƚĂůĞŐĂĐǇŽĨďĞŶĞĨŝƚƐĂŶĚůŽƐƐĞƐǁŚŝĐŚĐŽŶƚŝŶƵĞƐƚŽŝŵƉĂĐƚŝŶĚŝǀŝĚƵĂůƐ ?ƐĞŶƐĞ
of self, outlook on life, relationships and daily functioning. The place of cancer, be it 
ŝŶ ƚŚĞ  ‘ƉĂƐƚ ? ?  ‘ƉĂƐƚ- ƌĞƐĞŶƚ ? Žƌ  ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ? ? ŝƐ ƵŶĚĞƌƉŝŶŶĞĚ ďǇ ǀĂƌŝĞĚ
manifestations of lingering uncertainty ĂŶĚ ŝŶĨůƵĞŶĐĞĚ ďǇ  ‘ƌĞĂůŝƚǇ ĐŚĞĐŬƐ ? 
experienced during this phase of the survivorship trajectory.  
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Figure 9.7: The experience of long-term survivorship 
 
 
However, the place of cancer in the lives of those living long-term after a cancer 
diagnosis is not static, oscillating between the past, present and future and 
ĨŽƌĞŐƌŽƵŶĚĂŶĚďĂĐŬŐƌŽƵŶĚŽĨƉĂƌƚŝĐŝƉĂŶƚƐ ?ůŝǀĞƐ ?dŚĞƌŝƐĞǀŝĚĞŶĐĞŽĨŽƐĐŝůůĂƚŝŽŶŝŶ
the wider chronic illness and medical sociological literature. For example, Little et 
al ?  ? ? ? ? ? ? ƌĞĨĞƌ ƚŽ  ‘ĨůƵĐƚƵĂƚŝŽŶ ?ďĞƚǁĞĞŶĚŝƐƚƵƌďĂŶĐĞƐĂŶĚ resolution, whilst Frank 
 ? ? ? ? ? ? ĂůůƵĚĞƐ ƚŽ ĂŶ  ‘ŽƐĐŝůůĂƚŝŶŐ ƚƌĂũĞĐƚŽƌǇ ? ? ǁŚĞƌĞďǇŝŶĚŝǀŝĚƵĂůƐ ŵŽǀĞ ďĞƚǁĞĞŶ
ƐƚĂƚĞƐ ŽĨ  ‘ǁĞůůŶĞƐƐ ? ĂŶĚ  ‘ŝůůŶĞƐƐ ? ? /ŶĚŝǀŝĚƵĂůƐ ĞǆƉĞƌŝŶĐ  ƉĞƌŝŽĚƐ ŽĨ ŝůůŶĞƐƐ ŝŶ ƚŚĞ
 ‘ĨŽƌĞŐƌŽƵŶĚ ?ĂŶĚ ‘ďĂĐŬŐƌŽƵŶĚ ?ŽĨĂŶŽǀĞƌĂůůƐƚĂƚĞŽĨ  ‘ǁĞůůŶĞƐƐ ?(Frank 1995). Frank 
ƵƐĞƐƚŚĞŵĞƚĂƉŚŽƌŽĨ ‘ŝůůŶĞƐƐĂƐƚƌĂǀĞů ? W where individuals with chronic illness have 
 ‘ĚƵĂů ĐŝƚŝǌĞŶƐŚŝƉ ? ŽĨ ǁĞůů ĂŶĚ ƐŝĐŬ  ?&ƌĂŶŬ ?  ? ? ? ? P  ? ? ? There is also evidence in the 
chronic illness and cancer literature of oscillating manifestations of uncertainty that 
challenge those living after a cancer diagnosis (Mishel 1990, Mishel et al. 2005, 
Miller 2012). 
 
Ɛ ƐƵĐŚ ? ƚŚĞ ĨŝŶĚŝŶŐƐ ƐƵƉƉŽƌƚ WĞůƵƐŝ ?Ɛ  ? ? ? ? ? ? ĂƐƐĞƌƚŝŽŶ ƚŚĂƚ ƐƵƌǀŝǀŽƌƐŚŝƉ ŝƐ Ă
 ‘ĚǇŶĂŵŝĐ ? ůŝĨĞ-ůŽŶŐ ƉƌŽĐĞƐƐ ?  ? ? ? ? ? P  ? ? ? ? ? ? ĂŶĐĞƌ ŝƐ ŽŶŐŽŝŶŐ ĨŽƌ ƚŚĞ ŵĂũŽƌŝƚǇ ŽĨ
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participants in this study, a finding also reported in previous studies (Pelusi 1997, 
Costain Schou and Hewison 1999, Zebrack 2000a, Bowman et al. 2003, Sinding and 
Gray 2004) ?&ŽƌƐŽŵĞ ?ĐĂŶĐĞƌ ŝƐ  ‘ŝŵŵĞĚŝĂƚĞĂŶĚƉƌĞƐĞŶƚ ?(Thomas-Maclean 2005). 
&ŽƌŽƚŚĞƌƐ ?ĐĂŶĐĞƌĐŽŵĞƐƚŽƚŚĞĨŽƌĞŐƌŽƵŶĚǁŚĞŶƚŚĞǇĞǆƉĞƌŝĞŶĐĞ  ‘ƌĞĂůŝƚǇĐŚĞĐŬƐ ? 
that remind them of their cancer experience. These triggers highlight the dynamism 
and fragility of the place of cancer in participĂŶƚƐ ?ůŝǀĞƐ.  
 
The following chapter explores the utility of liminality as a framework for 
understanding the experience of long-term survivorship. As liminality is 
characterised by ambiguity, uncertainty and contradiction, the duality of benefits 
and losses, oscillating place of cancer and manifestations of lingering uncertainty in 
the lives of those living five years or more after a cancer diagnosis provide a useful 
starting point for exploring the theory.  
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Chapter 10. Theoretical discussion: Liminality and long-term cancer 
survivorship 
 
Introduction: liminality - recap of the theory 
 
Drawing on findings from this study, in this chapter I explore the utility and 
applicability of liminality as a framework for understanding the illness experience 
during the long-term cancer survivorship phase (five years or more post-treatment). 
 
To recap, lŝŵŝŶĂůŝƚǇ ŝƐ Ă ƐƚĂƚĞ ŽĨ ďĞŝŶŐ ? ǁŚĞƌĞ ŝŶĚŝǀŝĚƵĂůƐ ĨŝŶĚ ƚŚĞŵƐĞůǀĞƐ  ‘ŝŶ-
ďĞƚǁĞĞŶ ?ƐŽĐŝĂůƉŽƐŝƚŝŽŶƐ- on the threshold, or margins, of society. This can be an 
ambiguous time, characterised by uncertainty and contradiction, as individuals 
strive to transition out of the liminal state and into a new social position. Little et al. 
(1998) developed the concept of liminality within the context of cancer, delineating 
 ‘ĞůĞŵĞŶƚƐ ? ŽĨ ƚŚĞ ůŝŵŝŶĂů ĞǆƉĞƌŝĞŶĐĞ P  ‘ĐĂŶĐĞƌ ƉĂƚŝĞŶƚŶĞƐƐ ? ?  ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞ
ĂůŝĞŶĂƚŝŽŶ ? ĂŶĚ  ‘ďŽƵŶĚĞĚŶĞƐƐ ? ? dŚĞƐĞ ĞůĞŵĞŶƚƐ ŚĂǀĞ ďĞĞŶ ƐƵƉƉŽƌƚĞĚ ? ƚŽ ƐŽŵĞ
extent, in research by Thompson (2007). Little et al. (1998) also argue that the 
liminal state is a permanent one - ƚŚĂƚ ŝŶĚŝǀŝĚƵĂůƐ ůŝǀĞ ŝŶ Ă ƐƚĂƚĞ ŽĨ  ‘ƐƵƐƚĂŝŶĞĚ ?
liminality that persists until the end-of-liĨĞ ? dŚŝƐ ŝƐ ŝŶ ĐŽŶƚƌĂƐƚ ƚŽ ǀĂŶ 'ĞŶŶĞƉ ?Ɛ
 ? ? ? ? ? ?ŽƌŝŐŝŶĂů ‘ƌŝƚĞƐŽĨƉĂƐƐĂŐĞ ?ŵŽĚĞůǁŚĞƌĞƚŚŽƐĞŝŶƚŚ ůŝŵŝŶĂůƉŚĂƐĞƵůƚŝŵĂƚĞůǇ
transition out (reincorporate) into a higher social status. Whilst Navon and Morag 
(2004) and Thompson (2007) support Little et al. ?ƐĂƐƐĞƌƚŝŽŶ ?ƌŽƵĐŚĂŶĚDĐ<ĞŶǌŝĞ
 ? ? ? ? ? ? ƐƵŐŐĞƐƚ Ă ƚŚŝƌĚ ƉŚĂƐĞ ƚŚĂƚ  ‘ƚƌĂŶƐĐĞŶĚƐ ?  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ ĂŶĚ ŝƐ
experienced by long-term cancer survivors (those five years or more post-
ĚŝĂŐŶŽƐŝƐ ? ? ƌŽƵĐŚ ĂŶĚ DĐ<ĞŶǌŝĞ ?Ɛ ĐŽŶĐĞƉƚƵĂůŝƐĂƚŝŽŶ ŝƐ ĂŬŝŶ ƚŽ ǀĂŶ 'ĞŶŶĞƉ ?Ɛ
original model, however, it appears to be somewhat aspirational for most long-term 
ƐƵƌǀŝǀŽƌƐĂƐƚŚĞǇ ‘ǇĞĂƌŶ ?ƚŽŐĞƚďĂĐŬƚŽŶŽƌŵĂů ?ďƵƚŵĂǇŶŽƚƌĞĂĐŚƚŚĂƚƐƚĂƚĞ ? 
 
Methodological limitations and gaps in the current evidence base, highlighted in the 
literature review (Chapter 4), meant it was unclear whether liminality is a pertinent 
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framework for understanding experiences of long-term cancer survivorship. This 
being said, findings from studies including long-term survivors (Little et al. 1998, 
Crouch and McKenzie 2000, McKenzie 2004) suggested liminality does show utility 
and should be explored further. Therefore, drawing on findings from this study, a 
discussion of the applicability of liminality as a framework for understanding long-
term survivorship is presented here. In the following discussion, I explore whether 
Little et al ? ?Ɛ  ? ? ? ? ? ? ĞůĞŵĞŶƚƐ ŽĨ ůŝŵŝŶĂůŝƚǇ ĂƌĞ ƉƌĞƐĞnt in the narratives of 
individuals living long-term after a cancer diagnosis, and whether the premise of 
 ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇŚŽůĚƐƚƌƵĞĚƵƌŝŶŐƚŚŝƐƉŚĂƐĞŽĨƚŚĞƐƵƌǀŝǀŽƌƐŚŝƉƚƌĂũĞĐƚŽƌǇ ?dŽ
conclude, suggestions for theory development are presented.  
 
Do participants experience Little et al ? ?ƐĞůĞŵĞŶƚƐŽĨůŝŵŝŶĂůŝƚǇ ? 
 
There is evidence in the narrative accounts of those diagnosed with cancer of Little 
et al ? ?Ɛ  ? ? ? ? ? ? ĞůĞŵĞŶƚƐ ŽĨ ůŝŵŝŶĂůŝƚǇ ? Ɛ ƚŚĞ ĚŝƐĐƵƐƐŝŽŶ ǁŝůů ŚŝŐŚůŝŐŚƚ ? ƚŚĞƌĞ ĂƌĞ
positive, as well as negative, implications to experiencing these liminal elements.  
 
 ‘ĂŶĐĞƌƉĂƚŝĞŶƚŶĞƐƐ ? 
 
Based on findings from this study, I argue that the discussion needs to move beyond 
ƚŚĞ ŝĚĞĂ ŽĨ  ‘ĐĂŶĐĞƌ ƉĂƚŝĞŶƚŶĞƐƐ ? ƚŽ ĞǆƉůŽƌĞ ĨƵƌƚŚĞƌ ƚŚĞ ĐŽŶĐĞƉƚ ŽĨ  ‘ĐĂŶĐĞƌ
survivorƐŚŝƉ ?ĂŶĚďĞŝŶŐĂ  ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?tŚŝůƐƚĂŵŝŶŽƌŝƚǇŝŶƚŚŝƐƐƚƵĚǇ ŝĚĞŶƚŝĨǇ
ǁŝƚŚďĞŝŶŐĂ ‘ĐĂŶĐĞƌƉĂƚŝĞŶƚ ? ?ŵŽƐƚǁĞƌĞŵŽƌĞůŝŬĞůǇƚŽĂĐŬŶŽǁůĞĚŐĞƚŚĂƚƚŚĞǇĂƌĞĂ
 ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ? dŚŝƐ ďĞŝŶŐ ƐĂŝĚ ? DŽŝƌĂ ƐĂŝĚ ƚŚĂƚ ĂůƚŚŽƵŐŚ ƐŚĞ ǁŽƵůĚ ĚĞƐĐƌŝďĞ
ŚĞƌƐĞůĨĂƐ ‘weůů ? she will always be a cancer patient. Claire mentioned that she feels 
like a cancer patient at follow-up appointments.  
 
tŚŝůƐƚŵŽƐƚƉĂƌƚŝĐŝƉĂŶƚƐ ŝŶ ƚŚŝƐƐƚƵĚǇĂĐĐĞƉƚ ƚŚĂƚ ƚŚĞǇĂƌĞ ůĂďĞůůĞĚĂ  ‘ƐƵƌǀŝǀŽƌ ?ďǇ
wider society, they do not necessarily identify with the term themselves.  Only a 
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minority has integrated the survivor identity into who they are today and would 
refer to themselves as such. Those who did not identify with the term were quite 
clear on that and not afraid to voice their opinion about it. For example, Mary said 
she hated the term, whilst Malcolm said that he had not changed in any way as a 
result of his diagnosis. He was treated for a disease, nothing more. Claire, like 
Margaret and Angela, acknowledges that whilst she is a survivor she would not 
want to be labelled by her illness and would not necessarily refer to herself in those 
terms. Some participants compare themselves to others (with cancer or other 
illnesses) and perceive others as worse off, or more deserving of the label, or feel 
that they have done no more than anyone else would have in the same situation. 
Some individuals, like Roger, do not endorse ƚŚĞ ƚĞƌŵ  ‘ƐƵƌǀŝǀŽƌ ?ĂƐ ŝƚ ŝŵƉůŝĞƐ ƚŚĞǇ
are cured, which they do not feel is the case. Several participants also do not 
ĞŶĚŽƌƐĞ ƚŚĞ  ‘ďĂƚƚůĞ ? analogy as it implies that those who die from cancer did not 
fight hard enough.  
 
At the other end of the scale, there are those like Patricia, Janet and Kate who 
ƐƚƌŽŶŐůǇĞŶĚŽƌƐĞƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?- ďĞŝŶŐĂ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ŝƐƉĂƌƚŽĨǁŚŽ
they are. They are proud of the way they handled themselves, and have gained 
new-found strength and confidence from their survivorship. They are happy to 
ŝĚĞŶƚŝĨǇƚŚĞŵƐĞůǀĞƐ ?ĂŶĚďĞŝĚĞŶƚŝĨŝĞĚďǇŽƚŚĞƌƐ ?ĂƐ  ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?&ŝŶĂůůǇ ?ƚŚĞƌĞ
ĂƌĞƚŚŽƐĞǁŚŽĂƌĞ ‘ƐƵƌǀŝǀŝŶŐ ?ĐĂŶĐĞƌ ? ůŝŬĞZŝĐŚĂƌĚ ?,ĞĚĞƐĐƌŝďĞĚŚŝŵƐĞůĨĂƐƵƌǀŝǀŽƌ ?
ďƵƚ ŝƚ ƌĞĨůĞĐƚƐ ĂŶ ŽŶŐŽŝŶŐ ƐĞŶƐĞ ƚŚĂƚ ŚĞ ŝƐ ŶŽƚ  ‘ĨƌĞĞ ? of cancer and therefore 
continues to survive it.  
 
dŚĞƐŚŝĨƚĂǁĂǇĨƌŽŵŝĚĞŶƚŝĨǇŝŶŐĂƐĂ ‘ƉĂƚŝĞŶƚ ?ƐƚĞŵƐĨƌŽŵƚŚĞĨĂĐƚƚŚĂƚƉĂƌƚŝĐŝƉĂŶƚƐ
generally associate the term with diagnosis and treatment. This resonates with 
research by Kelly et al. (2011) who explored the meaning of cancer survivorship to 
people with and without a history of cancer. They suggested that, for those with a 
ŚŝƐƚŽƌǇŽĨĐĂŶĐĞƌ ?ƚƌĞĂƚŵĞŶƚĐŽŵƉůĞƚŝŽŶǁĂƐĂ  “ƌŝƚĞŽĨƉĂƐƐĂŐĞ ?ǁŚŝĐŚ ŝŶŝƚŝĂƚĞĚ  ‘Ă
shift from the patient identity, which may have negative connotations, to the more 
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ƉŽƐŝƚŝǀĞŝĚĞŶƚŝƚǇŽĨƐƵƌǀŝǀŽƌ ? ? ? ? ? ? P ? ? ? ? ?,ŽǁĞǀĞƌ ?only a minority of the individuals 
ŝŶ ƚŚŝƐ ƐƚƵĚǇ ŚĂƐ ŝŶƚĞŐƌĂƚĞĚ ƚŚĞ  ‘ƐƵƌǀŝǀŽƌ ŝĚĞŶƚŝƚǇ ?ŝŶƚŽ ƚŚĞŝƌ ƐĞůĨ-concept. The 
majority would refer to themselves as cancer survivors when talking about their 
illness experience, but would not say it defines who they are today. Low illness 
centrality (how much current identity is centred around the cancer experience) has 
also been reported in a recent study on long-term survivors of breast cancer 
(Helgeson 2011). 
 
Findings presented here resonate with those reported in the only other UK-based 
ƐƚƵĚǇ ƌĞĐĞŶƚůǇ ĐŽŶĚƵĐƚĞĚ ǁŚŝĐŚ ĞǆƉůŽƌĞĚ ĂĐĐĞƉƚĂŶĐĞ ŽĨ ƚŚĞ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ?
identity in a sample of long-term breast, colorectal and prostate cancer survivors 
(Khan et al. 2012). Like the participants in this study, many accepted that they were 
a survivor because they had been treated and survived the disease. They also 
suggested people reject the term because it implies cure. UK-based studies such as 
this one and Khan et al ? ?Ɛ ? ? ? ? ? ?ĐŽŶƚƌĂĚŝĐƚƚŚŽƐĞĨƌŽŵƚŚĞh^ǁŚĞƌĞƚŚĞĂĚǀŽĐĂĐǇ-
ďĂƐĞĚŵŽǀĞŵĞŶƚĐŽŝŶĞĚƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?ƚŽĞŵpower people affected by 
the disease to take ownership of their treatment and care. My findings point to, at 
the least, ambivalence about the term and, at the most, hatred. Khan et al. (2012) 
ŐŽ ĂƐ ĨĂƌ ĂƐ ƚŽ ƐĂǇ ƚŚĂƚ ƚŚĞ ƚĞƌŵ  ‘ƐƵƌǀŝǀŽƌ ? ƐŚŽƵůĚ ďĞĂǀŽŝĚĞĚ Ănd that more 
 ‘ĚĞƐĐƌŝƉƚŝǀĞ ? ƚĞƌŵŝŶŽůŽŐǇďĞƵƐĞĚǁŚĞŶĚŝƐĐƵƐƐŝŶŐ ƚŚŝƐƉŽƉƵůĂƚŝŽŶ ?ƐƵĐŚĂƐƉĞŽƉůĞ
who are five years or more post-diagnosis (Khan et al. 2012). 
 
 ‘ŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ? 
 
EŽƚ Ăůů ƉĂƌƚŝĐŝƉĂŶƚƐ ĚĞƐĐƌŝďĞĚ ĞǆƉĞƌŝĞŶĐĞƐ ŽĨ  ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞ ĂůŝĞŶĂƚŝŽŶ ? ? ďƵƚ ƚŚĞ
majority did. For some, these were one-off events, but for others it appears to be 
ongoing. For example, Claire described how her partner had not met her 
 ‘ĞǆƉĞĐƚĂƚŝŽŶƐ ? when she reached the five-year marker:  
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Claire (follow-ƵƉŝŶƚĞƌǀŝĞǁ ? P ? ? ?ŝĨ/ ?ŵĐŽŵƉůĞƚĞůǇŚŽŶĞƐƚ ?/ĨĞůƚǀĞƌǇůĞ ĚŽǁŶĂĐƚƵĂůůǇďǇ
my partner and we had a bit of problem with that this year, cos it was only this year. 
zĞĂŚ ?ŚĞŬŶĞǁŚŽǁŝŵƉŽƌƚĂŶƚŝƚǁĂƐƚŽŵĞĂŶĚ/ĨĞůƚƚŚĂƚŚĞĚŝĚŶ ?ƚƐƵƉƉŽƌƚŝƚ ?ŝŶƚŚĞ
way I feel he should have. Again, you know, you can look at in different ways, that 
maybe he felt that he had, but my expectations weƌĞĂůŝƚƚůĞďŝƚŚŝŐŚĞƌ ?/ĚŽŶ ?ƚŬŶŽǁ ?
/ƚ ?ƐŽŶĞŽĨƚŚŽƐĞ QďƵƚ/ĚŝĚĨĞĞůƚŚĂƚŚĞůĞƚŵĞĚŽǁŶǁŚĞŶŚĞŚĂƐĂůǁĂǇƐŬŶŽǁŶƚŚĂƚ
this was a big marker point for me. 
 
^ƵĞĞǆƉĞƌŝĞŶĐĞƐǀĂƌŝĞĚŵĂŶŝĨĞƐƚĂƚŝŽŶƐŽĨ ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ?ǁŝƚŚŝŶĂƐŽĐŝĂů
and professioŶĂů ĐŽŶƚĞǆƚ ?^ŚĞƉƵƚƐŽŶĂ  ‘ĨĂĕĂĚĞ ? for her mother and daughter, as 
her mother worries when Sue becomes ill and her daughter  ‘ǁŽƵůĚǁĂůŬŽƵƚŽĨƚŚĞ
ƌŽŽŵĂƚƚŚĞŵĞŶƚŝŽŶŽĨƚŚĞǁŽƌĚĐĂŶĐĞƌ ?. As a result, Sue censors what she shares 
with her family. Also, as ĚĞƐĐƌŝďĞĚďǇŚĞƌŚƵƐďĂŶĚ ?^ƵĞĐĂƌƌŝĞƐĂ  ‘ŚĞĂǀǇůŽĂĚ ? as a 
result of her role at a cancer charity. She talks to her husband but he feels there is 
only so much he can do to support her. Sue also mentioned that she does not share 
her own personal experiences of cancer with people she encounters through her 
support role, as she understands that they want to hear about people who have 
been in a similar position. It seems Angela has to present herself in a socially 
acceptable way  W she needs to be seen to be coping, particularly as her friends see 
ŚĞƌĂƐĂŶ ‘ŝŶƐƉŝƌĂƚŝŽŶ ? ?^ŚĞƐĂŝĚƚŚĂƚĨƌŝĞŶĚƐǁŽƵůĚŶŽƚǁĂŶƚƚŽƐĞĞŚĞƌ ‘ǁĂůůŽǁŝŶŐ ?. 
DĂůĐŽůŵĚĞƐĐƌŝďĞĚĂƐĞŶƐĞŽĨ  ‘ĐĂŶĐĞƌĨĂƚŝŐƵĞ ? amongst his friends, in that they do 
not want to hear or talk about cancer anymore. 
 
Mary said that whilst she and her husband talk, they hold back, as a way of 
protecting one another. She mentioned that she is very open about death and 
dying, often making remarks  ‘ŝŶũĞƐƚ ?, but it makes her family uncomfortable so she 
tries to talk about it ŝŶĂĚŝĨĨĞƌĞŶƚǁĂǇ ?,ĞƌĨĂŵŝůǇŚĂǀĞďĞĞŶŵĂĚĞ ‘ĚĞĂƚŚƐĂůŝĞŶƚ ?
and it makes them feel uncomfortable (Little and Sayers 2004a). Kate is secretive 
about her cancer diagnosis. She has not told her child that she had cancer, and only 
shares her experiences with those who have been through similar struggles. This is, 
in part, because she wants to talk to people who will understand what she has been 
ƚŚƌŽƵŐŚ ? ďƵƚ ĂůƐŽ ďĞĐĂƵƐĞ ƐŚĞ ŝƐ ǁŽƌƌŝĞĚ ĂďŽƵƚ ƉĞŽƉůĞƐ ? ƌĞĂĐƚŝŽŶ ƚŽ ƚŚĞ ĨĂĐƚ ƚŚĂƚ
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she had what she feels people pĞƌĐĞŝǀĞĂƐĂ ‘ĚŝƌƚǇĐĂŶĐĞƌ ?. Richard mentioned that 
his children avoid asking him questions for fear they will say the wrong thing or 
upset him. He, like Andy, specifically mentioned that if you have not been through 
cancer, you cannot fully understand what it is like to go through, and live with, that 
ĞǆƉĞƌŝĞŶĐĞ ? /ŶĚĞĞĚ ? :ĂŶĞƚ ?Ɛ ŶĂƌƌĂƚŝǀĞ ĚŝĚ ŶŽƚ ƐĞĞŵ ƚŽĞǆŚŝďŝƚ ĂŶǇ ĞǀŝĚĞŶĐĞ ŽĨ
 ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ? ?ƉĞƌŚĂƉƐďĞĐĂƵƐĞ ?ĂƐƐŚĞƐĂŝĚ ?ŚĞƌŚƵƐďĂŶĚǁĂƐĂůƐŽĂ
 ‘cancer survivor ? so could understand what she was going through because he had 
been through it too. 
 
Despite the negative impact, there are also positive implications to experiencing 
 ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞ ĂůŝĞŶĂƚŝŽŶ ? ?  ‘ŽŵŵƵŶŝĐĂƚŝǀĞ ĂůŝĞŶĂƚŝŽŶ ? ŚĂƐ ůĞĚ ƐŽŵĞ ƉĂƌƚŝĐŝƉĂŶƚƐ
to seek out other people who have been affected by cancer  W people who will be 
ĂďůĞƚŽƵŶĚĞƌƐƚĂŶĚǁŚĂƚƚŚĞǇĂƌĞŚĂǀĞďĞĞŶƚŚƌŽƵŐŚ ? ‘ŽŵŵƵŶŝƚĂƐ ? ŝƐƚŚĞƚǇƉĞŽĨ
 ‘ĐŽŵŵƵŶŝƚǇ ? ƚŚĂƚ ŝƐ ĨŽƵŶĚ ĚƵƌŝŶŐ ƚŚĞ ůŝŵŝŶĂů ƉĞƌŝŽĚ(Froggatt 1997). Individuals 
during the liminal stage relate to each other as equals, regardless of role or status, 
ďĞĐĂƵƐĞ ƚŚĞǇ ĂƌĞ  ‘ĐŽŐŶŝǌĂŶƚ ŽĨ ƚŚĞŝƌ ĐŽŵŵŽŶ ůŝŵŝŶĂů ŽƌŵĂƌŐŝŶĂů ƐŝƚƵĂƚŝŽŶ ĂŶĚ
experŝĞŶĐĞƐ ? ?ůŽŽŵ ? ? ? ? ? P ? ? ? ? ?dŚĞǇƵŶĚĞƌƐƚĂŶĚĞĂĐŚŽƚŚĞƌĂŶĚƚŚĞŝƌĞǆƉĞƌŝĞŶĐĞƐ
ĂŶĚ ? ĂƐ ƐƵĐŚ ? ĂƌĞ Ă ƐŽƵƌĐĞ ŽĨ ƐŽĐŝĂů ƐƵƉƉŽƌƚ ? ǁŚŝĐŚ  ‘ƚĞŵƉ ƌƐ ƚŚĞ ŝƐŽůĂƚŝŽŶ ŽĨ
ůŝŵŝŶĂůŝƚǇĂŶĚŵĂƌŐŝŶĂůŝƐĂƚŝŽŶ ? ?ůŽŽŵ ? ? ? ? ? P ? ? ? ? ? 
 
ůů ƉĂƌƚŝĐŝƉĂŶƚƐ ŝŶ ƚŚŝƐ ƐƚƵĚǇ ĚĞƐĐƌŝďĞĚ  ‘ĐŽŵŵƵŶŝƚĂƐ ?ŝŶ ƐŽŵĞ ǁĂǇ ? ^ĞǀĞŶ ŽĨ ƚŚĞ
thirteen are engaged with cancer charities through volunteering, campaigning, peer 
support, etc. and want to meet other people who have survived cancer. Three of 
the remaining six said they now have a greater understanding or empathy with 
other people who have been diagnosed but are not actively involved with meeting 
or supporting others. The other three access or offer peer support, but on their own 
ƚĞƌŵƐ ŝ ?Ğ ? ŶŽƚ ǁŝƚŚ ĐŚĂƌŝƚŝĞƐ ďƵƚ ƚŚƌŽƵŐŚ ĨƌŝĞŶĚƐ ?ůĂŝƌĞ ƚƵƌŶƐ ƚŽ ŚĞƌ  ‘,ŽƐpital 
ĨƌŝĞŶĚƐ ? ĨŽƌ ƉĞĞƌ ƐƵƉƉŽƌƚ ? DĂƌǇ ŐŽƚ ŝŶǀŽůǀĞĚ ǁŝƚŚ Ă ŚŽƐƉŝƚĂů ƉĂƚŝĞŶƚ ĞǆƉĞƌŝĞŶĐĞ
group and runs a support group. Like Mary, Patricia is involved with cancer charities 
because she wants to see service improvements for women with breast cancer, but 
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meeting other women also gives her the confidence and reassurance to say she has 
ƐƵƌǀŝǀĞĚ ?tŚŝůƐƚDŽŝƌĂĚŝĚŶŽƚĚĞƐĐƌŝďĞ ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ?ĨƌŽŵŚĞƌĨĂŵŝůǇ
and close friends, she feels the need to seek out other women with breast cancer. 
Through her involvement with cancer charities she has developed new relationships 
ĂŶĚĨŽƌŵĞĚĂ ‘ĐŽŶŶĞĐƚŝŽŶ ? with these women, which is a source of comfort to her.  
 
 ‘ŽƵŶĚĞĚŶĞƐƐ ? 
 
 ‘ŽƵŶĚĞĚŶĞƐƐ ?ĂƉƉĞĂƌƐƚŽďĞƚŚĞŵŽƐƚƉƌŽŶŽƵŶĐĞĚŽĨ>ŝƚƚůĞet al ? ?Ɛ ? ? ? ? ? ?ĞůĞŵĞŶƚƐ ?
with all thirteen participants describing this element in their narratives. However, as 
ǁŝƚŚƚŚĞŽƚŚĞƌĞůĞŵĞŶƚƐ ?ƚŚĞĚĞŐƌĞĞŽĨ  ‘ďŽƵŶĚĞĚŶĞƐƐ ? ?ĂŶĚ ŝƚƐ ŝŵƉůŝĐĂƚŝŽŶƐ ?ǀĂƌŝĞƐ
from participant to participant. Cancer has led to a loss of certainty for Sue about 
her future health. She feels she is vulnerable to developing other cancers and 
therefore has an ongoing fear of recurrence. Most interestingly, she said she has to 
 ‘ůŝǀĞ ǁŝƚŚŝŶŵǇ ďŽƵŶĚĂƌŝĞƐ ? ŶŽǁĂƐĂ ƌĞƐƵůƚŽĨ  ‘chemo-ĨĞǀĞƌ ? (fatigue). This affects 
her ability to work, as she can now only work part-time, and her social functioning. 
DĂƌǇƐĂŝĚƚŚĂƚƐŚĞŝƐůŝǀŝŶŐŽŶ ‘ďŽƌƌŽǁĞĚƚŝŵĞ ?. She feels she is more likely to have 
cancer again than not, and thus experiences an ongoing fear of recurrence and loss 
of certainty about her future health. Her life has also become more pressured as a 
result of her involvement with a cancer support group and hospital patient 
ĞǆƉĞƌŝĞŶĐĞŐƌŽƵƉ ? /ŶĞĨĨĞĐƚ ?ƐŚĞ ŝƐďŽƵŶĚǁŝƚŚŝŶ ƚŚĞĐĂŶĐĞƌ  ‘ǁŽƌůĚ ?  W a world that 
she would like to extricate herself from so she can focus on her life beyond cancer.  
 
Kate described a legacy of cancer that centres on fear. She too has an ongoing fear 
ŽĨƌĞĐƵƌƌĞŶĐĞĂŶĚ ?ĂƐƐƵĐŚ ?ŝƐ ‘hyper-ǀŝŐŝůĂŶƚ ?, checking for blood in her urine every 
day. She described a powerlessness and passivity around cancer, which has 
subsided over time but is still evident in her life today, particularly in terms of 
ongoing relationship and intimacy concerns. Socially, she is very much bound by her 
cancer experienĐĞ ?ĂƐƐŚĞĨĞĞůƐŽƚŚĞƌƉĞƌĐĞŝǀĞŚĞƌĐĂŶĐĞƌĂƐĂ  ‘ĚŝƌƚǇĐĂŶĐĞƌ ?. Janet 
ĨĞĞůƐƐŚĞ ŝƐ  ‘ƉƌŽŶĞ ? to cancer. She has a  ‘ŶŝŐŐůŝŶŐ ĨĞĂƌ ? that cancer will come back 
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and therefore her narrative suggests that she is bound by the ongoing fear of 
recurrence. She also described a loss of power. As she does not know what caused 
her cancer, she is powerless to do anything specific to prevent recurrence. 
 
Moira said that cancer is attached to her, which is a clear example of 
 ‘ďŽƵŶĚĞĚŶĞƐƐ ? ?,ĞƌŶĂƌƌĂƚŝǀĞĚĞŵŽŶƐƚƌĂƚĞĚĂůŽƐƐŽf confidence regarding her body 
image. She is restricted in the summer, both socially and spatially, as she continues 
to wear a prosthesis that signals to those around her that she has had cancer. 
Angela said recent bone-thinning means she is worried about whether the effects of 
cancer treatment will restrict her active lifestyle in the future. Whilst Malcolm 
ĂĐĐĞƉƚƐ ƚŚĞ ĐŽŶƐĞƋƵĞŶĐĞƐ ŽĨ ĐĂŶĐĞƌ ƚƌĞĂƚŵĞŶƚ ĂƐ ĂŶ  ‘ĂŶŶŽǇĂŶĐĞ ?, he is bound, 
spatially, in terms of travel. He cannot travel long-haul as a result of ongoing bowel 
ĨƵŶĐƚŝŽŶŝŶŐ ƉƌŽďůĞŵƐ ? ZŝĐŚĂƌĚ ĚĞƐĐƌŝďĞĚ ŚŽǁ ŚĞ ǁŝůů ŶĞǀĞƌ ďĞ  ‘ĨƌĞĞ ? of cancer. 
Therefore, it seems he will always be bound by the disease. Spatially, he is limited 
as he experiences ongoing mobility issues which means he is at home more, and 
must be near a clean toilet at all times. Like Malcolm, he cannot travel long 
distances and has had to give up social activities like golf and gardening. 
/ŶƚĞƌĞƐƚŝŶŐůǇ ? ŚĞ ĚĞƐĐƌŝďĞĚ ĐĂŶĐĞƌ ĂƐ  ‘ŝŶƐŝĚŝŽƵƐ ? as it affects the family  W this 
suggests a sense of  ‘ďŽƵŶĚĞĚŶĞƐƐ ?ĞǆŝƐƚƐŶŽƚũƵƐƚĨŽƌƚŚĞperson diagnosed, but the 
wider family as well.  
 
ZŽŐĞƌ ĨĞĞůƐ ŚĞ ŚĂƐ  ‘ƌĞŵŶĂŶƚƐ ? of cancer within him, and thus he is living with 
cancer. He is therefore bound by the disease, as it is within him. He also experiences 
a ƐĞŶƐĞŽĨ ‘ďŽƵŶĚĞĚŶĞƐƐ ?ŝŶƚĞƌŵƐŽĨŝŵƉĂŝƌĞĚƐĞǆƵĂůĨƵŶĐƚŝŽŶŝŶŐ ?ĂůƚŚŽƵŐŚƚŚŝƐŚĂƐ
become less of a concern as he has gotten older. Margaret suggested that cancer 
ĐŽƵůĚ ďĞ  ‘ĚŽƌŵĂŶƚ ? and as such she should acknowledge that she is living with 
cancer. She too is bound by the disease. She is concerned about developing other 
cancers, such as colorectal cancer, rather than a recurrence of breast cancer. 
&ŝŶĂůůǇ ?ŶĚǇĨĞĞůƐƚŚĂƚĐĂŶĐĞƌĐŽƵůĚďĞ  ‘ďƌĞǁŝŶŐ ? Žƌ  ‘ĨůŽĂƚŝŶŐ ? around his body, so 
he described a real sense of being bound by the disease as it is within him. He does 
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not feel that cancer ever goes away and as such lives with a strong, ongoing fear of 
recurrence, and associated fear of death and dying, which is exacerbated when he 
is ill. 
 
Positive implications oĨ  ‘ďŽƵŶĚĞĚŶĞƐƐ ? ǁĞƌĞ ĂůƐŽ ĞǀŝĚĞŶƚ ŝŶ ƚŚĞ ŶĂƌƌĂƚŝǀĞƐ ?^ƵĞ
ĞǆƉĞƌŝĞŶĐĞƐĂƐĞŶƐĞŽĨ  ‘ďŽƵŶĚĞĚŶĞƐƐ ?ƚŚƌŽƵŐŚǁŽƌŬŝŶŐĨŽƌĂĐĂŶĐĞƌĐŚĂƌŝƚǇ ?ǁŚŝĐŚ
results in a constant reminder of cancer in her daily life. However, her job provides 
ŚĞƌǁŝƚŚĂ ‘ƌĂƚŝŽŶĂůŬŶŽǁůĞĚŐĞ ? of ovarian cancer, which has helped reduce (but not 
eliminate) her fear of recurrence. Angela continues to attend follow-up 
appointments, which Little et al. (1998) suggest creates a sense of spatial 
 ‘ďŽƵŶĚĞĚŶĞƐƐ ? ?,ŽǁĞǀĞƌ ?ŶŐĞůĂ ĨŝŶĚƐďĞŝŶŐƵŶĚĞƌ ƚŚŝƐ  ‘ƵŵďƌĞůůĂ ? reassuring as it 
has a protective function. Participants like Angela, Moira, Roger and Andy want to 
ŵĂŝŶƚĂŝŶƚŚĂƚƐĞŶƐĞŽĨ  ‘ďŽƵŶĚĞĚŶĞƐƐ ?ďĞĐĂƵƐĞƚŚĞǇĨĞĞůƚŚĞǇĂƌĞďĞŝŶŐŵŽŶŝƚŽƌĞĚ
for signs and symptoms of recurrence. Richard talked about how he has 
 ‘ĞŶĐĂƉƐƵůĂƚĞĚ ? ŚŝƐ ůŝĨĞ ǁŚŝĐŚ ŝƐ Ă ĐůĞĂƌ ŵĂŶŝĨĞƐƚĂƚŝŽŶ ŽĨ  ‘ďŽƵŶĚĞĚŶĞƐ ? ? ,ŽǁĞǀĞƌ ?
rather than being construed negatively, it has been a positive development for 
Richard as it means he now focuses on the important things in his life, namely his 
family. He said he has no need for some of the material possessions he has 
collected. His life is much simpler now and he is happier and more content as a 
result.  
 
Do participants ůŝǀĞŝŶĂƐƚĂƚĞŽĨ ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇ ? 
 
Most of the participants in this study described, to varying extents, elements of 
Little et al ? ?Ɛ  ? ? ? ? ? ? ůŝŵŝŶĂůŝƚǇ ?  ƐĞŶƐĞ ŽĨ  ‘ĐŽŵŵƵŶŝƚĂƐ ? ŚĂƐ ĂůƐŽ ďĞĞŶ ŝĚĞŶƚŝĨŝĞĚ ?
However, I argue in the following section that most, but not all, individuals living 
long-term after a cancer diagnosis live in ĂƐƚĂƚĞŽĨ ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇ ? 
 
ZĞƚƵƌŶŝŶŐƚŽǀĂŶ'ĞŶŶĞƉ ?Ɛ  ? ? ? ? ? ?ŽƌŝŐŝŶĂůƌŝƚĞƐŽĨƉĂƐƐĂŐĞŵŽĚĞů ?ĂŶĚĚƌĂǁŝŶŐŽŶ
my typology of the place of cancer, I suggest that those for whom cancer is in the 
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 ‘ƉĂƐƚ ? ?ůĂŝƌĞĂŶĚWĂƚƌŝĐŝĂ ?ŚĂǀĞƚƌĂŶƐŝƚŝŽŶĞĚŽƵƚŽĨƚŚĞƐƚĂƚĞŽĨ ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇ ?
ĂŶĚ ƌĞŝŶĐŽƌƉŽƌĂƚĞĚ ŝŶƚŽĂ ŶĞǁƐƚĂƚĞ ŽĨ  ‘ŚĞĂůƚŚ ?Žƌ  ‘ǁĞůůŶ ƐƐ ?  Was per Crouch and 
DĐ<ĞŶǌŝĞ ?Ɛ ? ? ? ? ? ?ĂƐƐĞƌƚŝŽŶ ?/ĂƌŐƵĞ ?ƵƐŝŶŐůĂŝƌĞĂƐĂŶ ǆĞŵƉůĂƌĐĂƐĞ ?ƚŚĂƚƚŚŽƐĞŝŶ
ƚŚĞ  ‘ƉĂƐƚ ?ŐƌŽƵƉŚĂǀĞƐƵĐĐĞƐƐĨƵůůǇŐŽŶĞƚŚƌŽƵŐŚĂƌŝte of passage, and the turning 
point that facilitated transition out of the liminal stage was reaching the five-year 
marker (Figure 10.1).  
 
Figure 10.1: Rite of passage for individuals ĨŽƌǁŚŽŵĐĂŶĐĞƌŝƐŝŶƚŚĞ ‘ƉĂƐƚ ? 
 
 
Exemplar case: Claire 
 
The five-ǇĞĂƌ ŵĂƌŬĞƌ ǁĂƐ Ă ƚƵƌŶŝŶŐ ƉŽŝŶƚ ĨŽƌ ůĂŝƌĞ ? ĂŶĐĞƌ ŚĂĚ  ‘ĐŽŶƐƵŵĞĚ ? 
her up to that point. For example, she experienced post-traumatic distress in 
the transition period. However, she focused on the five-year point, drawing 
on the statistics associated with the milestone. Claire discussed how she feels 
her chances of developing cancer again are the same as everyone else. By 
reaching the five-year point and not experiencing side effects of treatment, 
along with her optimistic attitude and positive outlook on life, Claire has been 
able to put cancer behind her.  
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ůĂŝƌĞ  ?ĨŝƌƐƚ ŝŶƚĞƌǀŝĞǁ ? P  ‘/ ƉƵƚ ƚŚŝƐ ƚŚŝŶŐ ŽŶ ŵǇ ĨŝǀĞ ǇĞĂƌ ŵ ƌŬĞƌ ? / ũƵƐƚ ƐŽƌƚ ŽĨ
ĚƌĂǁĂůŝŶĞƵŶĚĞƌŝƚŶŽǁƌĞĂůůǇĂŶĚũƵƐƚƚƌǇĂŶĚĨŽƌŐĞƚĂďŽƵƚŝƚ Q/ƚ ?ƐƐŽƌƚŽĨŶŽƚ
really part of your life any more now, which is really quite nice. It is a bit of a 
relief and, like I said, the fact that you go back statistically to how everyone else 
ŝƐƚŚĞŶǇŽƵũƵƐƚƐŽƌƚŽĨŐŽ “ǁĞůů ?ŝĨ/ ?ŵŐŽŝŶŐƚŽďĞĚĞĂůƚƚŚĞĐĂƌĚĂŐĂŝŶ ?/ ?ŵŐŽŝŶŐ
ƚŽďĞĚĞĂůƚƚŚĞĐĂƌĚĂŐĂŝŶ ? ?ďƵƚƚŚĂƚ ?ƐƚŚĂƚ ? ? 
 
 
dŚŽƐĞĨŽƌǁŚŽŵĐĂŶĐĞƌŝƐŝŶƚŚĞ ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ?ĂŶĚ ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?ĐŽŶƚŝŶƵĞƚŽůŝǀĞ
ŝŶĂƐƚĂƚĞŽĨ ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇ ?,ŽǁĞǀĞƌ ?ǁŚĂƚƚŚĂƚŵĞĂŶƐĨŽƌƚŚŽƐĞǁŚŽĂƌĞŝŶ
ƚŚĞƐĞŐƌŽƵƉƐ ?ĚŝĨĨĞƌƐ ?dŚŽƐĞ ŝŶƚŚĞ  ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ?ŐƌŽƵƉŚĂǀĞďĞĞŶable to put the 
specific cancer episode (disease) in the past (survived cancer), but the ongoing 
consequences of cancer and its treatment mean that cancer remains in the present 
(surviving the experience of cancer). These individuals ůŝǀĞ ŝŶĂƐƚĂƚĞŽĨ  ‘ƐƵƐƚĂŝŶĞĚ ?
liminality because they are on the threshold, or in-between, sickness and wellness. 
&ŝŶĚŝŶŐƐĨƌŽŵƚŚŝƐƐƚƵĚǇƐƵŐŐĞƐƚ ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇĐĂŶďĞĐŽŶĐĞƉƚƵĂůŝƐĞĚŝŶƚǁŽ
ways. As a result of the consequences of treatment, participants can experience 
liminality physically, for example, fatigue, bladder and bowel dysfunction and body 
image concerns. As a result of the disease itself, participants may also experience 
liminality existentially, in terms of fear of recurrence and a sense of being 
 ‘ƉŽƚĞŶƚŝĂůůǇŝůů ?(Drew 2003). Based on the narratives shared, I would argue that Sue, 
Kate, Janet and Moira experience both physical and existential liminality (see 
exemplar case below), whilst Mary experiences existential liminality and Malcolm 
and Angela experience physical liminality.  
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Exemplar case: Kate 
 
<ĂƚĞ ?ƐŶĂƌƌĂƚŝǀĞŝƐŽŶĞŽĨĞǆƚƌĞŵĞŐĂŝŶƐĂŶĚůŽƐƐĞƐ ?Despite gains in terms of 
self, outlook and relationships with friends, <ĂƚĞ ?Ɛ ůŝĨĞ ŝƐ ĐůŽƵĚĞĚ ďǇ ƚŚĞ
 ‘ůĞŐĂĐǇ ? of cervical cancer, particularly relating to sexual function and 
relationships, and bowel and bladder function. However, reaching the five-
year marker gave Kate the confidence to say she had survived that illness 
episode. She said that cancer had controlled her life up to that point but 
 ‘ŽĨĨŝĐŝĂůůǇ ? she is likely to be ok now. This being said, she still has a strong fear 
of recurrence, which manifests itself through daily checking for symptoms. 
 
Kate (follow-up interview): Apart from the bladder legacy, which terrifies me 
and makes me think about cancer, about blood, I would say I do think about it 
every day ďĞĐĂƵƐĞ/ ?ŵĐŽŶƐƚĂŶƚůǇůŽŽŬŝŶŐĂƚŵǇƵƌŝŶĞĂŶĚƚŚŝŶŬŝŶŐ “ŝƐŝƚƉŝŶŬ ? ? 
 
 
>ŝŬĞ ƐŽŵĞ ŽĨ ƚŚŽƐĞ ŝŶ ƚŚĞ  ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ? ŐƌŽƵƉ ?individuals ŝŶ ƚŚĞ  ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?
ŐƌŽƵƉ ĂƌĞ  ‘ƉŽƚĞŶƚŝĂůůǇ ŝůů ?(Drew 2003) ĂŶĚ ƚŚĞƌĞĨŽƌĞ ůŝǀĞ ŝŶ Ă ƐƚĂƚĞ ŽĨ  ‘ƐƵƐƚĂŝŶĞĚ ?
ůŝŵŝŶĂůŝƚǇ ?,ŽǁĞǀĞƌ ?  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇŵĞĂŶƐƐŽŵĞƚŚŝŶŐĚŝĨĨĞƌĞŶƚƚŽƚŚŝƐŐƌŽƵƉ 
as they feel they are living with cancer within them. As such, they predominantly 
experience existential liminality. However, Roger and Richard also described 
elements of physical liminality (sexual dysfunction and urological problems 
respectively). This generates a strong sense of lingering uncertainty in most of the 
individuals in this group. Margaret is the exception. She did not exhibit a strong 
sense of lingering uncertainty, but has more recently begun to acknowledge that 
ĐĂŶĐĞƌĐŽƵůĚĐŽŵĞďĂĐŬ ?ŚĂǀŝŶŐůĂŝŶ ‘ĚŽƌŵĂŶƚ ? within her for many years. RicŚĂƌĚ ?Ɛ
case demonstrates well the ongoing existential and physical impact of cancer on his 
life.  
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Exemplar case: Richard 
 
ZŝĐŚĂƌĚ ?Ɛ ŶĂƌƌĂƚŝǀĞ ǁĂƐ ŽŶĞ ŽĨ ŐĂŝŶƐ ĂŶĚ ůŽƐƐĞƐ ? ,ŝƐnarrative highlighted 
positive changes to his sense of self and relationships, as well as his life 
ƉŚŝůŽƐŽƉŚǇ ?ZŝĐŚĂƌĚŚĂƐ  ‘ĞŶĐĂƉƐƵůĂƚĞĚ ? his life  W focusing on the people and 
activities he enjoys, which has brought happiness and contentment. These 
ďĞŶĞĨŝƚƐĂƌĞŵĞĚŝĂƚĞĚďǇ ƚŚĞ ĨĂĐƚ ƚŚĂƚZŝĐŚĂƌĚ ĨĞĞůƐ ĐĂŶĐĞƌ ŝƐ  ‘ŝŶƐŝĚŝŽƵƐ ?  W it 
not only affects him, but his family as well. A loss of physical functioning and 
ƉŽŽƌĞƌ ŚĞĂůƚŚ ŽǀĞƌĂůů ƌĞƐƚƌŝĐƚƐ ZŝĐŚĂƌĚ ?Ɛ ůŝĨĞ ƚŽĚĂǇ ?/Ŷ ĂĚĚŝƚŝŽŶ ? ĨĞĂƌ ŽĨ
recurrence means Richard lives with an uncertainty about the future. He is 
aware that he could be affecteĚďǇĐĂŶĐĞƌĂŐĂŝŶĂŶĚĨĞĂƌƐĐĂŶĐĞƌ ‘will pop up 
ƐŽŵĞǁŚĞƌĞ ?ƐŽŵĞƚŝŵĞ ? ? 
 
Richard (follow-ƵƉŝŶƚĞƌǀŝĞǁ ? P Q/ŬŶŽǁǇŽƵƉƌŽďĂďůǇŚĞĂƌĂďŽƵƚƚŚŝƐƋƵŝƚĞĂůŽƚ ?
 ? ǇĞĂƌƐ ŝƐ ƐŽŵĞ ŬŝŶĚ ŽĨ ŚƵƌĚůĞ ? tĞůů ŝƚ ŝƐ Ă ŚƵƌĚůĞ ?ďƵƚ ŝƚ ?Ɛ ŶŽƚ ƚŚĞ ĞŶĚ ? /ƚ ?Ɛ Ă
theoretical hurdle. / ŬŶŽǁ ƉĞŽƉůĞ ǁŚŽ ?ǀĞ ďĞĞŶ ĐůĞĂƌ ĨŽƌ  ? ǇĞĂƌƐ ĂŶĚ ƚŚĞŶ  ?
ǇĞĂƌƐ ůĂƚĞƌ ĚŝĞĚ ? ^Ž ? ǇŽƵ ŬŶŽǁ ? ǇŽƵ ?ƌĞ ŶĞǀĞƌ ĨƌĞĞ ? ǇŽƵ ĐĂŶ ?ƚ ƐĂǇ  “/ Ăŵ ĨƌĞĞ ŽĨ
ĐĂŶĐĞƌ ?ǇŽƵĐĂŶƐĂǇ “ĂƚƚŚĞŵŽŵĞŶƚ/ ?ŵĨƌĞĞŽĨĐĂŶĐĞƌ ? ? 
 
tŚĂƚĚŝĨĨĞƌĞŶƚŝĂƚĞƐƚŚŽƐĞǁŚŽůŝǀĞŝŶĂƐƚĂƚĞŽĨ ‘ƐƵƐƚĂŝŶĞĚ ?liminality from those 
who do not? 
 
DŽƐƚ ŽĨ ƚŚĞ ƉĂƌƚŝĐŝƉĂŶƚƐ ŝŶ ƚŚŝƐ ƐƚƵĚǇ ůŝǀĞ ŝŶ Ă ƐƚĂƚĞ ŽĨ  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ ?
ƉƌĞĚŽŵŝŶĂŶƚůǇĚƵĞ ƚŽĂŶŽŶŐŽŝŶŐ ƐĞŶƐĞ ƚŚĂƚ ƚŚĞǇĂƌĞ  ‘ƉŽƚĞŶƚŝĂůůǇ ŝůů ?(Drew 2003) 
(surviving cancer) but also as a result of the consequences of cancer treatment 
(surviving the experience of cancer). As such, individuals may experience physical 
and/or existential liminaůŝƚǇ ? ůŝǀŝŶŐ  ‘ŝŶ-ďĞƚǁĞĞŶ ? ƐŝĐŬŶĞƐƐ ĂŶĚ ǁĞůůŶĞƐƐ ? ,ŽǁĞǀĞƌ ?
ƚǁŽ ŽĨ ƚŚĞ ƚŚŝƌƚĞĞŶ ƉĂƌƚŝĐŝƉĂŶƚƐ ŝŶ ƚŚŝƐ ƐƚƵĚǇ ĚŽ ŶŽƚ ůŝǀĞ ŝŶ Ă ƐƚĂƚĞ ŽĨ  ‘ƐƵƐƚĂŝŶĞĚ ?
liminality  W they have transitioned out of the liminal stage and reincorporated into a 
ƐƚĂƚĞŽĨŚĞĂůƚŚŽƌ ‘ǁĞůůŶĞƐƐ ? ?dŚŝƐŝƐĂŬŝŶƚŽƚŚĞŽƌŝŐŝŶĂůƌŝƚĞƐŽĨƉĂƐƐĂŐĞŵŽĚĞů ?ĂŶĚ
ĚĞƐĐƌŝďĞĚ ďǇ ƌŽƵĐŚ ĂŶĚ DĐ<ĞŶǌŝĞ  ? ? ? ? ? ? ĂƐ Ă ƚŚŝƌĚ ƐƚĂŐĞ ĂĨƚĞƌ  ‘ƐƵƐƚĂŝŶĞĚ ?
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liminality. I suggest that Claire and Patricia have been able to transition out of the 
liminal stage because they have been able to put cancer in the past. They do not 
experience side effects of treatment, have a low fear of recurrence and experience 
little lingering uncertainty. They adopt an optimistic coping style. They also saw 
cancer as a challenge, a hurdle to overcome which, having done so, has made them 
stronger. They do not experience Little et al ? ?Ɛ ? ? ? ? ? ?ĞůĞŵĞŶƚƐŽĨůŝŵŝŶĂůŝƚǇƚŽƚŚĞ
ƐĂŵĞĞǆƚĞŶƚĂƐƚŚŽƐĞ ŝŶƚŚĞ  ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ?ĂŶĚ  ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?ŐƌŽƵƉƐďƵƚ ?ǁŚĞƌĞ
they have, it has generally resulted in positive change. For example, Patricia very 
much sees herself as a cancer survivor and it is part of who she is today  W she is 
proud of the way she handled herself and is a stronger person as a result of her 
ĚŝĂŐŶŽƐŝƐ ? tŚŝůƐƚ ůĂŝƌĞ ĞǆƉĞƌŝĞŶĐĞĚ ƐŽŵĞ  ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞ ĂůŝĞŶĂƚŝŽŶ ? ĨƌŽŵ ŚĞƌ
partner at the five-ǇĞĂƌ ŵĂƌŬĞƌ ? ƐŚĞ ĚƌĞǁ ŽŶ ƉĞĞƌ ƐƵƉƉŽƌƚ  ?ŚĞƌ  ‘ĐŽŵŵƵŶŝƚĂƐ ? ? ĂƐ
they understood the meaning of the milestone.  
 
The importance of closure 
 
It is my interpretation that the five/ten-year marker, often emphasised by 
healthcare professionals and survival statistics, facilitated some closure with respect 
ƚŽ ƚŚĞ ĚŝƐĞĂƐĞ ŝƚƐĞůĨ ďĞĐĂƵƐĞ ŝƚ ĐƌĞĂƚĞĚ ƚŚĞ  ‘ĐůĞĂƌ ĂŶĚƐƚĂďůĞ ? ƐŝƚƵĂƚŝŽŶ ƚŚĂƚ
participants had been aiming for. Reaching this time point meant that they could 
feel more confident that the specific illness episode was now over. However, some 
ƉĂƌƚŝĐŝƉĂŶƚƐ ŝŶ ƚŚĞ  ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ? ŐƌŽƵƉ ŚĂǀĞ ŶŽƚ ŐĂŝŶĞĚ ĐůŽƐƵƌĞ ǁŝƚŚ ƌĞƐƉĞĐƚ ƚŽ
ƚŚĞŝƌ ĨĞĂƌ ŽĨ ƌĞĐƵƌƌĞŶĐĞ ? /Ŷ ƚŚŝƐ ƐĞŶƐĞ ƚŚĞŝƌ ƐŝƚƵĂƚŝŽŶ ŝƐ ŶŽƚ  ‘ĐůĞĂƌ ĂŶĚ ƐƚĂďůĞ ? ?
Complete closure was not possible for those who have been unable to formulate an 
explanation as to why they developed cancer, and therefore cannot do anything 
specific to prevent recurrence. They have not found a satisfying explanation for 
their illness (Wilson et al. 2007) and, as a result, experience existential liminality. 
Complete closure is also not possible for those who experience the ongoing 
consequences of treatment, as they do not know how long side effects will 
continue, when they will strike or whether they will get worse. Therefore, the sense 
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of lingering uncertainty that existential and physical liminality instils means that 
complete closure is not possible  W ĂŶĚ ƚŚĞƌĞĨŽƌĞ  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ ƉĞƌƐŝƐƚs. 
Essentially, whilst individuals ŝŶƚŚĞ ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ?ŐƌŽƵƉĨĞĞůƚŚĞǇŚĂǀĞƐƵƌǀŝǀĞĚƚŚĞ
disease episode, they are still surviving the experience of cancer. 
 
dŚĞƌĞ ǁĂƐ ŶŽ ƌĞĂů ĐůŽƐƵƌĞ ? Žƌ ƉŽƐƐŝďŝůŝƚǇ ĨŽƌ ƐƵĐĐĞƐƐĨƵů ĐůŽƐƵƌĞ ? ĨŽƌ ƚŚĞ  ‘ƉƌĞƐĞŶƚ-
ĨƵƚƵƌĞ ?ŐƌŽƵƉ ?ǁŚŽĂůƐŽůŝǀĞŝŶĂƐƚĂƚĞŽĨ ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇ ?dŚĞĨŽƵƌparticipants 
in this group described different manifestations of lingering uncertainty, but the 
predominant manifestation was the sense that they are living with cancer within 
them. As a result, they experience liminality existentially. The situation for these 
four individuals is not clear and stable (Wilson et al. 2007). The five/ten year marker 
did not provide the reassurance and resultant closure experienced by most of those 
ŝŶƚŚĞ ‘ƉĂƐƚ ?ĂŶĚ ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ?ŐƌŽƵƉƐ ?DĂƌŐĂƌĞƚǁĂƐĚŝĂŐŶŽƐĞĚƐŽŵĞƚŝŵĞĂŐŽďƵƚ
recalled that the aim was to reach five years of survival. However, she happened to 
miss an appointment and just stopped attending follow-up so did not receive 
closure with regard to her original diagnosis. Today, she feels that she is ok, but 
wonders for how much longer. Roger was discharged from follow-up after ten years 
ĂŶĚ ?ĂůƚŚŽƵŐŚŚĞ ǁĂƐĞůĂƚĞĚ ?ŚĞ ǁŽŶĚĞƌĞĚ  ‘what if they are wrong ? ?ŶĚǇ ĨŽƵŶĚ
the five-ǇĞĂƌ ƉŽŝŶƚ  ‘ƵŶƐĞƚƚůŝŶŐ ? and Richard said that the five-year point was a 
ƚŚĞŽƌĞƚŝĐĂůŵĂƌŬĞƌĂŶĚƚŚĂƚŚĞǁĂƐĨƌĞĞŽĨĐĂŶĐĞƌ  ‘ĂƚƚŚĞŵŽŵĞŶƚ ?. Therefore, for 
ƚŚĞ ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?ŐƌŽƵƉ ?ŶŽƚŽŶůǇĚŽƚŚĞǇĐŽŶƚŝŶƵĞƚŽƐƵƌǀŝǀĞƚŚĞ experience of 
cancer, for example, through ongoing consequences of treatment, but they also 
continue to survive the disease itself. 
 
Wilson et al. (2007) concluded that an exit interview at the end of the clinical trial 
facilitated closure, and transition beyond treatment. At the end of treatment for 
ĐĂŶĐĞƌƚŚĞƌĞ ŝƐĂŶĞĞĚƚŽŵĂƌŬƚŚĞĞŶĚŽĨƚŚĞ  ‘ĐĂŶĐĞƌƉĂƚŝĞŶƚ ?ƌŽůĞ ?ƚƚŚĞĞŶĚŽĨ
follow-up, there is also a need for successful separation from the NHS/follow-up 
and transition into life post-ĐĂŶĐĞƌ ? ĂƐ Ă  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ?ƐŽŵĞŽŶĞ ǁŚŽ ŝƐ  ‘ǁĞůů ? ?
Indeed, Harrison et al. (2011) found that dissatisfaction with discharge was a 
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predictor of unmet need in long-term cancer survivors. The end of follow-up at five 
or ten years post-treatment can result in a sense of separation (akin to a rite of 
passage within the overall health-sickness-health rite of passage). For some, this 
separation can be positive, as it facilitates moving forward after cancer. However, 
ĨŽƌŽƚŚĞƌƐ ?ƚŚĞƌĞŝƐĂƋƵĞƐƚŝŽŶŵĂƌŬƌĞŐĂƌĚŝŶŐ ‘ǁŚĞƌĞĚŽ/ŐŽ ĨŽƌĂĚǀŝĐĞŝĨ/ŶĞĞĚŝƚ ? ?
^ŽŵĞ ǁŝůů  ‘ƌĞŝŶĐŽƌƉŽƌĂƚĞ ? ŝŶƚŽ ƚŚĞ ŚĞĂůƚŚĐĂƌĞ ƐǇƐƚĞŵ ? ĨŽƌ ĞǆĂŵƉůĞ ? ŝĨ ƚŚĞǇ ŚĂǀĞ Ă
knowledgeable GP, if they are referred to other healthcare professionals, or if they 
become involved with cancer charities, etc. However, others, as demonstrated in 
this study, will continue to exist on the threshold between sickness and health and 
not know where to turn for further support to manage their physical and existential 
concerns.  
 
Liminality: Suggested theoretical developments 
 
Findings from this study suggest that not all participants live in a permanent state of 
 ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ ? ĂƐ ŚĂƐ ďĞĞŶ ƉƌĞǀŝŽƵƐůǇ ƐƵŐŐĞƐƚĞĚ (Little et al. 1998, Navon 
and Morag 2004, Thompson 2007) ? dŚŽƐĞ ŝŶ ƚŚĞ  ‘ƉĂƐƚ ? ŐƌŽƵƉ ĞǆƉĞƌŝĞŶĐĞ ůŝƚƚůĞ
lingering uncertainty and few instances of Little et al ? ?ƐůŝŵŝŶĂůĞůĞŵĞŶƚƐ ?dŚĞǇŚĂǀĞ
been able to transition out of the liminal stage into a new state of health/wellness 
as per the original rites of passage model (Van Gennep 1960) as they no longer 
ŽĐĐƵƉǇ ƚŚĞ  ‘ƐŝĐŬ ƌŽůĞ ? ? dŚĞǇ ŚĂǀĞ ƌĞŝŶĐŽƌƉŽƌĂƚĞĚ ŝŶƚŽ ƐŽĐŝĞƚǇ Ăƚ Ă higher level of 
consciousness, as the experience has made them stronger and more confident. 
Perceiving the five-ǇĞĂƌ ƐƵƌǀŝǀĂů ŵĂƌŬĞƌ ĂƐ Ă  ‘ŵŝůĞƐƚŽŶĞ ? or turning point, 
experiencing few side effects of treatment and a low fear of recurrence are key to 
ĞŶĂďůŝŶŐ ƚƌĂŶƐŝƚŝŽŶ ŽƵƚ ŽĨ ƚŚĞ ůŝŵŝŶĂů ƐƚĂƚĞ ? ƐƐĞŶƚŝĂůůǇ ? ƚŚŽƐĞ ŝŶ ƚŚĞ  ‘ƉĂƐƚ ? ŐƌŽƵƉ
have achieved closure. As per Wilson et al. (2007) their situation is now clear and 
stable, they experienced good endings and marked those endings formally. I 
suggest that there are parallels between the rites of passage model and post-
traumatic growth theory, whereby some individuals are able to convert trauma into 
growth (Tedeschi and Calhoun 1995). Post-traumatic growth is defined by Tedeschi 
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and Calhoun (1995) as transformation to self, relationships and philosophy of life, 
leading to a higher level of consciousness. 
 
There is evidence of all three elements of Little et al ? ?Ɛ  ? ? ? ? ? ? ůŝŵŝŶĂůŝƚǇ ŝŶ ƚŚĞ
ŶĂƌƌĂƚŝǀĞƐŽĨƚŚĞƉĂƌƚŝĐŝƉĂŶƚƐŝŶƚŚĞ ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ?ĂŶĚ ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?ŐƌŽƵƉƐ ?dŚĞ
ĚĞŐƌĞĞ ƚŽ ǁŚŝĐŚ ƉĂƌƚŝĐŝƉĂŶƚƐ ĞǆƉĞƌŝĞŶĐĞ ƚŚĞ ĞůĞŵĞŶƚƐ ŽĨ  ‘ĐĂŶĐĞƌ ƉĂƚŝĞŶƚŶĞƐƐ ? ?
 ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ?ĂŶĚ ‘ďŽƵŶĚĞĚŶĞƐƐ ?ǀĂƌŝĞƐ ?ĂƐĚŽ ƚŚĞŝƌŝŵƉůŝĐĂƚŝŽŶƐ ?>ŝƚƚůĞ
et al ? ?Ɛ ? ? ? ? ? ?ĞůĞŵĞŶƚƐĐĂŶďĞĐŽŶƐƚƌƵĞĚƋƵŝƚĞŶĞŐĂƚŝǀĞůǇĂŶĚ ?ǁŚŝůƐƚƚŚŝƐŚĂƐďĞĞŶ
ƐŚŽǁŶƚŽďĞƚŚĞĐĂƐĞ ŝŶ ƚŚŝƐƐƚƵĚǇ ? ĨŝŶĚŝŶŐƐŚĞƌĞĂůƐŽƐƵƉƉŽƌƚdŚŽŵƉƐŽŶ ?Ɛ  ? ? ? ? ? ?
assertion that liminality can be a catalyst for positive change  W to self, outlook on 
ůŝĨĞĂŶĚƌĞůĂƚŝŽŶƐŚŝƉƐ ?dƵƌŶĞƌ ?Ɛ  ? ? ? ? ? ?  ? ? ? ? ?ŽƌŝŐŝŶĂůĐŽŶĐĞƉƚƵĂůŝƐĂƚŝŽŶŽĨ ůŝŵŝŶĂůŝƚǇ
also suggests that the liminal phase has generative potential. In this study, 
 ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞ ĂůŝĞŶĂƚŝŽŶ ? ŚĂƐ ůĞĂĚ ƉĂƌƚŝĐŝƉĂŶƚƐ ƚŽ ƐĞĂƌĐŚ ĨŽƌ Ă ĐŽŶŶĞĐƚŝŽŶ ǁŝƚŚ
ŽƚŚĞƌƐǁŚŽŚĂǀĞďĞĞŶƚŚƌŽƵŐŚƚŚĞĐĂŶĐĞƌĞǆƉĞƌŝĞŶĐĞ ?dŚŝƐ ‘ĐŽŵŵƵŶŝƚĂƐ ?ĐĂŶƌĞƐƵůƚ
in new friendships and opportunities, including volunteering, campaigning, etc. 
Likewise, a minority of particiƉĂŶƚƐŚĂǀĞ ŝŶƚĞƌŶĂůŝƐĞĚƚŚĞ  ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ŝĚĞŶƚŝƚǇ
into their personal and social selves, taking pride in their survival and 
acknowledging that being a cancer survivor is an important part of who they are. 
ǀĞŶĂƐĞŶƐĞŽĨ ‘ďŽƵŶĚĞĚŶĞƐƐ ? ?ŝŶƚĞƌŵƐŽĨůĞĂding a more restrictive lifestyle, can 
ŚĂǀĞ ŝƚƐďĞŶĞĨŝƚƐ ?&Žƌ ĞǆĂŵƉůĞ ? ZŝĐŚĂƌĚŚĂƐ  ‘ĞŶĐĂƉƐƵůĂƚĞĚ ? his life, focusing on his 
family and the activities that are important to him. As a result, he said he is much 
happier and more content. Therefore, this study argues that transformation is not 
just limited to those who have been able to transition out of the liminal stage. 
Those that still live ŝŶ Ă ƐƚĂƚĞ ŽĨ  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ can also experience growth 
and transformation. This idea of gains and losses experienced by those living in a 
state of liminality links well with the suggestion that simultaneous benefits and 
losses are experienced after a cancer diagnosis, as already discussed in Chapter 9. 
 
What this study adds to the theoretical discussion is the idea that, post-treatment, 
ƚŚĞƌĞŝƐĂŵŽǀĞĂǁĂǇĨƌŽŵ ‘ĐĂŶĐĞƌƉĂƚŝĞŶƚŶĞƐƐ ?ƚŽ  ‘ĐĂŶĐĞƌƐƵ ǀŝǀŽƌƐŚŝƉ ? ? However, 
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ƚŚĞ  ‘ƐƵƌǀŝǀŽƌ ? ŝĚĞŶƚŝƚǇ ŝƐ ŽŶůǇ ĂĚŽƉƚĞĚ ďǇ Ă ŵŝŶŽƌŝƚǇ ŽĨ ƉĂƌƚŝĐŝƉĂŶƚƐ ?Whilst it is 
generally accepted that individuals diagnosed with cancer are referred to as 
 ‘ƐƵƌǀŝǀŽƌƐ ?ŝƚĚŽĞƐŶŽƚƌĞƐŽŶĂƚĞǁŝƚŚŵŽƐƚŽĨƚŚĞparticipants in this study and, as a 
ƌĞƐƵůƚ ?ƚŚĞǇĚŽŶŽƚǁĂŶƚƚŽďĞůĂďĞůůĞĚĂƐƐƵĐŚ ? ‘ŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ?ŝƐŶŽƚĂƐ
evident perhaps as much as it might have been closer to diagnosis and treatment 
(beyond the scope of this study to explore), but there is still evidence of putting on 
a façade for family and friends, experiencing a lack of understanding from those 
who have not been through the cancer experience and concerns about how others 
ƉĞƌĐĞŝǀĞƚŚŽƐĞĂĨĨĞĐƚĞĚďǇĐĂŶĐĞƌ ? ‘ŽƵŶĚĞĚŶĞƐƐ ?ŝƐƉĞƌŚĂƉƐƚŚĞƐƚƌŽŶŐĞƐƚĞůĞŵĞŶƚ
ŝŶƉĂƌƚŝĐŝƉĂŶƚƐ ? ŶĂƌƌĂƚŝǀĞƐ ?ǆĂŵƉůĞƐŽĨƐƉĂƚŝĂů ‘ďŽƵŶĚĞĚŶĞƐƐ ? ?ĂƐĂƌĞƐƵůƚŽĨƉŚǇƐŝĐĂů
limitations, were described. For example, being unable to travel long-haul, having to 
ĂǀŽŝĚ ĞĂƚŝŶŐ ĐĞƌƚĂŝŶ ĨŽŽĚƐ ? ůŝǀŝŶŐ ǁŝƚŚŝŶ ŽŶĞ ?Ɛ  ‘ďŽƵŶĚĂƌŝĞƐ ? and being unable to 
engage in certain ƉŚǇƐŝĐĂů ĂŶĚ ƐŽĐŝĂů ĂĐƚŝǀŝƚŝĞƐ ? ǆĂŵƉůĞƐ ŽĨ  ‘ďŽƵŶĚĞĚŶĞƐƐ ? ĂůƐŽ
relate to the contraction of time: feeling on  ‘ďŽƌƌŽǁĞĚ ƚŝŵĞ ? or being robbed of 
future life expectancy.  
  
 ‘^ƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ ŝƐ ƚŚĞƌĞĨŽƌĞ ĞǆƉĞƌŝĞŶĐĞĚ ďǇ ƚŚŽƐĞ ŝŶ ƚŚĞ  ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ? ĂŶĚ
 ‘present-ĨƵƚƵƌĞ ?ŐƌŽƵƉƐ ?ĂƐĞĚŽŶĨŝŶĚŝŶŐƐĨƌŽŵƚŚŝƐƐƚƵĚǇ ? ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇŚĂƐ
two facets: it can be experienced physically (surviving the experience of cancer) 
and/or existentially (surviving cancer  W the disease). Individuals may have been able 
to put cancer (the disease) in the past, but if they experience the ongoing 
consequences of treatment that affect them physically they may wonder whether 
these side effects will continue indefinitely, or worsen. This sense of lingering 
uncertainty perpetuateƐůŝǀŝŶŐŝŶĂƐƚĂƚĞŽĨ ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇ ?ǆŝƐƚĞŶƚŝĂůůǇ ?ƐŽŵĞ
participants experience an ongoing fear of recurrence. Their sense of lingering 
ƵŶĐĞƌƚĂŝŶƚǇ ƐƚĞŵƐ ĨƌŽŵ ƚŚĞŵ ďĞŝŶŐ  ‘ƉŽƚĞŶƚŝĂůůǇ ŝůů ?(Drew 2003), either from the 
same cancer or feeling vulnerable to other cancers. 
 
I argue that closure is key to transition, be it from the liminal state into a social state 
of health/wellness or a ŚŝŐŚĞƌ ƐƚĂƚĞ ŽĨ ĐŽŶƐĐŝŽƵƐŶĞƐƐ ĂƐ ƉĞƌ ƚŚŽƐĞ ŝŶ ƚŚĞ  ‘ƉĂƐƚ ?
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group, or being able to put the specific cancer episode in the past as in the case of 
ƚŚĞ  ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ? ŐƌŽƵƉ ? /ƚ ŝƐ ƚŚĞƌĞĨŽƌĞ ŝŵƉŽƌƚĂŶƚ ƚŽ ĐŽŶƐŝĚĞƌ ŚŽǁ ƚŽ ĨĂĐŝůŝƚĂƚĞ
closure (See Chapter 11: Conclusions - Implications for Practice). I conclude that 
liminality does have utility in understanding the experience of long-term cancer 
survivorship.  
 
Quality in qualitative research - reflexive awareness 
 
Adopting a subtle realist approach, a judgement has to be made regarding the 
credibility of research, particularly if it is to be used to inform policy and practice 
(Hammersley 1992). Likewise, the interpretivist approach, which focuses on seeking 
to understand and interpret human behaviour, requires me to think reflexively 
about my position in the research and the impact this has had on the stories 
constructed and interpretations made. As already briefly discussed in Chapter 5, 
Figure 10.2 ŽƵƚůŝŶĞƐ 'ƌĞĞŶ ĂŶĚ dŚŽƌŽŐŽŽĚ ?Ɛ  ? ? ? ? ? ? ƐƵŐŐĞƐƚŝŽŶƐ Ĩƌ ĂĐŚŝĞǀŝŶŐ
 ‘ƌĞĨůĞǆŝǀĞ ĂǁĂƌĞŶĞƐƐ ? ? ƚŚĞ Ăŝŵ ŽĨ ǁŚŝĐŚ ŝƐ ƚŽ ƉĞƌƐƵĂĚĞ ƚŚĞ ƌĞĂĚĞƌ ŽĨ ƚŚĞ
ƚƌƵƐƚǁŽƌƚŚŝŶĞƐƐ ŽĨ ĨŝŶĚŝŶŐƐ ? dĂŬŝŶŐ ƚŚĞƐĞ ƐƚƌĂŶĚƐ ŽĨ ‘ƌĞĨůĞǆŝǀĞ ĂǁĂƌĞŶĞƐƐ ? ? ĂŶĚ
drawing on my reflexive and methods logƐ ?/ŚĂǀĞƉƌŽĚƵĐĞĚĂ ‘ŶĂƌƌĂƚŝǀĞĂĐĐŽƵŶƚ ?ŽĨ
my research practice (Anspach, 1993: 182). This approach has been used in other 
studies adopting a multiple-case study design. In a study exploring rites of passage 
ĨŽƌŝŶĚŝǀŝĚƵĂůƐŽŶŬŝĚŶĞǇĚŝĂůǇƐŝƐ ‘ƚŚĞĐƌŝƚĞƌŝa of reflexivity, voice and verisimilitude 
ĞƐƚĂďůŝƐŚĞĚƚŚĞƌŝŐŽƌŽĨƚŚĞƐƚƵĚǇ ? ?DĂƌƚŝŶ-McDonald and Biernoff, 2002: 347).  
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Figure 10.2: Reflexive awareness 
Methodological openness  W being explicit about the steps taken in the data production and analysis, 
the decisions made, and the alternatives not pursued 
 
Theoretical openness  W the theoretical starting points and assumptions made should be addressed, 
and the ways in which they shaped the study accounted for 
 
Awareness of the social setting of the research itself  W in interviews or participatory fieldwork, the 
 “ĚĂƚĂ ?ĂƌĞůĂƌŐĞůǇƚŚĞƌĞƐƵůƚƐŽĨŝŶƚĞƌĂĐƚŝŽŶƐďĞƚǁĞĞŶƚŚĞƌĞƐĞĂƌĐŚĞƌĂŶĚƚŚĞƌĞƐĞĂƌĐŚĞĚ ?ZĞĨůĞǆŝǀŝƚǇ
requires a constant awareness of this, and the ways in which the data result from these particular 
interactions. 
 
Awareness of the wider social context - this might include awareness of how political or social 
values have both made possible the research and constrained it, and how the historical and policy 
contexts shape the data. 
 
Methodological openness 
 
Riessman (2008) suggests that, to persuade the reader, researchers need to 
 ‘ĚĞŵŽŶƐƚƌĂƚĞ ƚŚĞ ĚĂƚĂ ĂƌĞ ŐĞŶƵŝŶĞ ? ĂŶĚ ĂŶĂůǇƚŝĐ ŝŶƚĞƌƉƌĞƚĂƚŝŽŶƐ ŽĨ ƚŚĞŵ ĂƌĞ
ƉůĂƵƐŝďůĞ ?ƌĞĂƐŽŶĂďůĞ ?ĂŶĚĐŽŶǀŝŶĐŝŶŐ ? ? ? ? ? ? P ? ? ? ? ?dŚĞƉĞƌƐƵĂƐŝǀĞŶĞƐƐŽĨĨŝŶĚŝŶgs is 
ƐƚƌĞŶŐƚŚĞŶĞĚ ǁŚĞŶ  ‘ƚŚĞ ŝŶǀĞƐƚŝŐĂƚŽƌ ?Ɛ ƚŚĞŽƌĞƚŝĐĂů ĐůĂŝŵƐ ĂƌĞ ƐƵƉƉŽƌƚĞĚ ǁŝƚŚ
ĞǀŝĚĞŶĐĞ ĨƌŽŵ ŝŶĨŽƌŵĂŶƚƐ ? ĂĐĐŽƵŶƚƐ ? ŶĞŐĂƚŝǀĞ ĐĂƐĞƐ ĂƌĞ ŝŶĐůƵĚĞĚ ? ĂŶĚ ĂůƚĞƌŶĂƚŝǀĞ
ŝŶƚĞƌƉƌĞƚĂƚŝŽŶƐ ĐŽŶƐŝĚĞƌĞĚ ?  ?ZŝĞƐƐŵĂŶ ?  ? ? ? ? P  ? ? ? ? ? ,ŽǁĞǀĞƌ ? ZŝĞƐƐŵĂŶ ƐƵŐŐĞƐƚƐ
caution should be exercised when citing quotations. Segments from interviews 
ƐŚŽƵůĚŝŶĐůƵĚĞ ‘ĐŽŶƚĞǆƚƐŽĨƉƌŽĚƵĐƚŝŽŶ ? ? ? ? ? ? P ? ? ? ?? ƐŽƚŚĞƌĞƐƉŽŶƐĞĐĂŶďĞũƵĚŐĞĚ
with respect to the question posed by the researcher. Ways to achieve 
methodological openness, and evidence to demonstrate I have achieved it, are 
outlined in Table 10.1. 
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Table 10.1: Evidence of methodological openness in this study 
Achieving methodological openness  Evidence of methodological openness in this study 
Documenting processes of data collection and 
interpretation  W audit trail (Riessman, 2008) 
A? Reflexive and methods logs 
Updates to supervisors 
Supervision records 
Producing detailed transcripts (Riessman, 
2008) 
A? Interviews were recorded and transcribed verbatim. 
Attention to language and contexts of 
production (Riessman, 2008) 
 
A? Language  W discourse of survivorship. 
Contexts of production  W working within the three-
dimensional narrative space emphasises the importance 
of interaction, continuity and situation. Narratives have 
been interpreted with reference to wider life context 
and socio-demographic and cancer-related variables. 
Where quotes have been presented, I have tried to 
include the question posed or background to the 
response so the quote can be judged within the context 
it was presented. 
ĐŬŶŽǁůĞĚŐĞŵĞŶƚŽĨƚŚĞ ‘ĚŝĂůŽŐŝĐŶĂƚƵƌĞŽĨ
ŶĂƌƌĂƚŝǀĞ ? ?ZŝĞƐƐŵĂŶ ? ? ? ? ? ? 
 
A? I have taken the approach that the interview interaction 
ŝƐŝŶŚĞƌĞŶƚůǇ ‘ĂĐƚŝǀĞ ? ?ŽŶƐŝĚĞƌĂƚŝŽŶŚĂƐďĞĞŶŐŝǀĞŶƚŽ
the interview interaction and the influence I have had on 
stories told (See Chapter 10:  Strengths and limitations). 
A comparative approach  W exploring 
similarities and differences between stories 
(Riessman, 2008) 
 
A? See Chapter 5. Multiple-case analysis. Cross-case 
analysis to explore commonalities and differences across 
case. Merging case findings. Categorical aggregation. 
Peer debriefing - wŚŝĐŚ ‘ƉƌŽǀŝĚĞƐĂŶĞǆƚĞƌŶĂů
ĐŚĞĐŬŽŶƚŚĞŝŶƋƵŝƌǇƉƌŽĐĞƐƐ ? ?>ŝŶĐŽůŶĂŶĚ
Guba, 1985: 301) 
 
A? Supervision meetings 
Discussions with fellow researchers working in the field. 
Reflexive and methods logs 
Negative/deviant case analysis (Lincoln and 
Guba 1985, Silverman 2010) 
 
A? Deviant cases, i.e. cases that do not seem to fit a 
particular pattern, have been highlighted and discussed 
in the findings chapters e.g. Andy was the only long-term 
survivor who engaged in destructive behaviours post-
treatment. 
Member checking  W testing the findings with 
those who were studied (Lincoln and Guba 
1985, Stake 2006, Silverman 2010) 
x  See p.346 
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Lincoln and Guba (1985) claim member checking is crucial to establishing credibility. 
However, I argue that there are multiple versions of reality. Therefore, it stands to 
reason that we will all interpret experiences differently, which could result in 
disagreements between participants and researchers regarding interpretations of 
ƉĂƌƚŝĐŝƉĂŶƚƐ ? ĂĐĐŽƵŶƚƐ ? >ŝŶĐŽůŶ ĂŶĚ 'ƵďĂ ĚŽ ƐƚĂƚĞ  ‘ĐůĞĂƌůǇ ƚŚĞ ŝŶǀĞƐƚŝŐĂƚŽƌ ŝƐ ŶŽƚ
bound to honour all the criticisms that are mounted, but he or she is bound to hear 
ƚŚĞŵ ĂŶĚ ǁĞŝŐŚƚ ƚŚĞŝƌ ŵĞĂŶŝŶŐĨƵůŶĞƐƐ ?(1985: 315). However, they do not 
elaborate how they would do this, and I question how ethical it is to disregard some 
comments but not others. Another issue is how we decide which participants to 
include in the member checking exercise? If we do not consult all participants do 
we not run the risk of providing a particular perspective on the findings? Based on 
these concerns, I decided not to engage in member-checking. 
 
Theoretical openness  
 
I established the philosophical and methodological underpinnings of my research at 
the outset. I have taken a subtle realist approach that shares with realism the idea 
that there is a reality independent of our beliefs and understandings about it but, 
simultaneously, shares with constructionism the idea that all knowledge is a human 
construction and, therefore, there are multiple realities (Hammersley 1992, 
Hammersley 2002). I also made clear the theoretical perspective adopted in the 
study. Chapter 4 outlines the theory of liminality, and my rationale for exploring its 
applicability with respect to long-term cancer survivorship. I sought to describe 
experiences of long-term survivorship at the individual and aggregate level prior to 
exploring the utility of liminality as an explanatory framework. However, I do 
acknowledge that it is impossible to completely set aside knowledge of the theory 
when interpreting ƉĂƌƚŝĐŝƉĂŶƚƐ ?cancer narratives. It has been during the discussion 
that the utility of liminality has been explored. Recommendations for development 
of the theory are underpinned by research evidence presented in this thesis.  
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Awareness of the social setting of the research 
 
As already touched on, cancer narratives were co-constructed in the interview 
ŝŶƚĞƌĂĐƚŝŽŶ ? /Ŷ ƚŚĞ ƐĞĐƚŝŽŶ ďĞůŽǁ ŽŶ ƚŚĞ ƐƚƵĚǇ ?Ɛ ƐƚƌĞŶŐƚŚƐ ĂŶĚ ůŝŵŝƚĂƚŝŽŶƐ ? / ŚĂǀĞ
outlined some thoughts on the data collection and analysis processes. Examples 
include how I feel my personal biography influenced the stories told, in terms of the 
questions I posed, the responses participants gave, and my interpretation of 
ŝŶĚŝǀŝĚƵĂůƐ ?stories. I have also explored my professional background and how that 
may, or may not, have influenced the stories told, particularly if participants were 
aware that I am a social scientist, not a healthcare professional. 
 
Awareness of the wider social context  
 
I openly acknowledge the sources of funding that have made this research possible 
- the Economic and Social Research Council (ESRC) and Macmillan Cancer Support. 
To fund the study, the topic had to be of relevance to both organisations. The ESRC 
funds research covering a broad range of economic and social issues and Macmillan 
Cancer Support is a voluntary organisation that aims to improve the lives of 
everyone living with cancer through providing information and support, and 
campaigning for better cancer care. This being said, I have been able to steer the 
direction of the study based on my own research interests, and wider policy and 
ƌĞƐĞĂƌĐŚĐŽŶƚĞǆƚ ?dŚĞƌĂƚŝŽŶĂůĞĨŽƌƚŚĞƐƚƵĚǇƐƚĞŵƐĨƌŽŵƚŚĞĨĂĐƚƚŚĂƚ ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ?
is currently high on the health service and policy agenda, driven by the ongoing 
work of the National Cancer Survivorship Initiative. In addition, as highlighted in 
Chapter 3, relatively little research has been conducted on experiences of long-term 
cancer survivorship. With more people surviving cancer, and for longer - some with 
long-term and late effects of treatment - exploring ŝŶĚŝǀŝĚƵĂůƐ ?experiences during 
this phase of the survivorship trajectory is pertinent, and timely.  
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Study strengths and limitations 
 
Building on the account of reflexive awareness, I reflect here on the strengths of the 
research, as well as some of the limitations of the study design. 
 
Did the study design fit the aims and objectives? 
 
The strength of this exploratory study was the study design itself. The overall aim 
was to describe, and further understanding of, the experience of long-term 
survivorship. To highlight the appropriateness of the study design, I refer back to 
the characteristics of narrative and case study research (Table 10.2; see also 
Chapter 5 - Methods).  
 
Table 10.2: Characteristics of narrative and case study research 
Characteristics  Narrative Research  Case Study Research  
Focus Exploring the life of an 
individual 
A? Developing an in-depth description 
of a case or multiple cases 
A? 
Type of problem 
suited to 
Telling stories of individual 
experiences 
A? Providing an in-depth 
understanding of a case or cases 
A? 
Unit of analysis One or more individuals A? Studying an event, a program, an 
activity, more than one individual 
A? 
Data collection  Interviews (and 
documents) 
A? Multiple sources, such as 
interviews, observation, etc. 
A? 
Data analysis 
strategies 
Analysing data from 
ƐƚŽƌŝĞƐ ? ‘ƌĞƐƚŽƌǇŝŶŐ ? ?
developing themes 
A? Analysing data through description 
of the case and themes within the 
case, as well as cross-case themes 
A? 
Report A narrative about stories 
ŽĨĂŶŝŶĚŝǀŝĚƵĂů ?Ɛůife 
A? A detailed analysis of one or more 
cases 
A? 
(Source: Creswell, 2007: 78-79) 
 
As documented, there has been a rise in the use of narrative as a method of data 
collection to explore the illness experience (Elliott 2005). Narrative allows 
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participants to tell us about their lives and the context within which they are lived 
(Phoenix 2008). Bury (1982) describes illness as a disruption. As such, narrative 
allows individuals to articulate that disruption, search for meaning in the illness 
experience and highlight actions taken to deal with the disruption  W what this study 
sought to explore. I have touched on the debate regarding the rise of illness 
narratives and sought to circumvent criticism regarding lack of methodological 
rigour and romanticism (Atkinson 1997, Atkinson 2010) by combining what Chase 
(2005) refers to as the authoritative and interactive voices. I have interpreted the 
stories told, not taken them at face-value, paying close attention to the importance 
of how social and cultural contexts shape the stories told.  
 
The holistic-ĐŽŶƚĞŶƚ ĂƉƉƌŽĂĐŚ  ?ƐŽŵĞƚŝŵĞƐ ƌĞĨĞƌƌĞĚ ƚŽ ĂƐ  ‘ĐĂƐĞ ƐƚƵĚǇ ? ? ĨŽcuses on 
the life story, or part of it (oral history). Experiences are interpreted within the 
context of other parts of the narrative (Lieblich et al. 1998). This approach fits well 
ǁŝƚŚ ůĂŶĚŝŶŝŶ ĂŶĚ ŽŶŶĞůůǇ ?Ɛ  ? ? ? ? ? ? ƚŚƌĞĞ-dimensional narrative inquiry space, 
which encourages researchers to explore the interaction, continuity and situation of 
narrative  W social and personal relationships, the linkages between past, present 
and future experiences and place  W all of which shape the story told. As I was 
particularly interested in developing in-ĚĞƉƚŚ ? ‘ƌĞƐƚŽƌŝĞĚ ? ?ĂĐĐŽƵŶƚƐŽĨƉĂƌƚŝĐŝƉĂŶƚƐ ?
experiences, working within the three-dimensional narrative inquiry space and 
adopting a holistic-content approach, facilitated the analysis. Adopting one of 
^ƚĂŬĞ ?Ɛ  ? ? ? ? ? ?ĂƉƉƌŽĂĐŚĞƐ ƚŽĐƌŽƐƐ-case analysis - merging case findings - allowed 
mĞ ƚŽĂŐŐƌĞŐĂƚĞ ƚŚĞ ŝŶĚŝǀŝĚƵĂů ƐƚŽƌŝĞƐĂŶĚ ĨŽĐƵƐŽŶƚŚĞ  ‘ƋƵŝŶƚĂŝŶ ?  ?ĞǆƉĞƌŝĞŶĐĞƐŽĨ
long-term cancer survivorship as a whole), whilst maintaining the context of the 
ŝŶĚŝǀŝĚƵĂů ‘ƌĞƐƚŽƌŝĞĚ ?ĂĐĐŽƵŶƚƐ ? 
 
Data collection 1: Case selection 
 
Thirteen people living long-term after a cancer diagnosis ĂŶĚ ĞŝŐŚƚ  ‘ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌƐ ?ǁĞƌĞ ƌĞĐƌƵŝƚĞĚ ƚŽ ƚŚĞ ƐƚƵĚǇ ?This amounted to thirty individual interviews 
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and one joint interview. A recent review paper by Baker and Edwards (2012) posed 
ƚŚĞƋƵĞƐƚŝŽŶ P  ‘ŚŽǁŵĂŶǇƋƵĂůŝƚĂƚŝǀĞ ŝŶƚĞƌǀŝĞǁƐ ŝƐĞŶŽƵŐŚ ? ?dŚĞǇĂƐŬĞĚĂƌĂŶŐĞŽĨ
 ‘ĞǆƉĞƌƚǀŽŝĐĞƐ ? ƚŽ ĐŽŵŵĞŶƚĂŶĚƚŚĞ ĐŽŶĐůƵƐŝŽŶǁĂƐ  ‘ŝƚĚĞƉĞŶĚƐ ? ?dŚĞǇĐŽŶƐŝĚĞƌĞĚ
what  ‘ŝƚ ĚĞƉĞŶĚƐ ? ƵƉŽŶ ĂŶĚ ƐƵŐŐĞƐƚĞĚ Đonsideration of epistemological, 
methodological and practical issues was important (Baker and Edwards 2012). This 
ĞǆƉůŽƌĂƚŽƌǇƐƚƵĚǇĂŝŵĞĚƚŽƉƌŽǀŝĚĞ ‘ƌŝĐŚŶĞƐƐ ?ĐŽŵƉůĞǆŝƚǇĂŶĚĚĞƚĂŝů ? ?DĂƐŽŶ ? ? ? ? ? P
29 cited in Baker and Edwards, 2012) in order to describe the experience of long-
teƌŵ ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐŚŝƉ ? ŚĂƌŵĂǌ ĂƌŐƵĞƐ ƚŚĂƚ ƚŚĞ  ‘ŝŶƚĞŶƐĞ ƐĐƌƵƚŝŶǇ ? ĞŶƚĂŝůĞĚ ŝŶ
narrative inquiry leads to a smaller number of interviews (Charmaz, 2012: 22 cited 
in Baker and Edwards, 2012). In my ethics application I specified that I would 
develop between ĨŝĨƚĞĞŶĂŶĚƚǁĞŶƚǇĐĂƐĞƐ ?,ŽǁĞǀĞƌ ?ĂƐ/ĚĞǀĞůŽƉĞĚƚŚĞ ‘ƌĞƐƚŽƌŝĞĚ ?
accounts, I felt I had sufficient data when I reached thirteen cases. Any more and I 
would not have been able to do justice to the accounts shared. Indeed, Jensen 
suggested in Baker and EdwĂƌĚƐ ? ? ? ? ? ? ?ƉĂƉĞƌƚŚĂƚǁŚĞŶƚŚŝŶŬŝŶŐĂďŽƵƚƚŚĞƐŝǌĞŽĨ
ƚŚĞƐĂŵƉůĞ ?ĐŽŶƐŝĚĞƌĂƚŝŽŶŶĞĞĚƐƚŽďĞŐŝǀĞŶƚŽƚŚĞƌĞƐĞĂƌĐŚĞƌ ?ƐĂďŝůŝƚǇƚŽǁƌŝƚĞƵƉ
ƚŚĞ ŝŶƚĞƌǀŝĞǁƐ ǁŝƚŚ  ‘ĚŝŐŶŝƚǇ ĂŶĚ ĐĂƌĞ ? ? ƐŽŵĞƚŚŝŶŐ /ǁĂƐ ǀĞƌǇ ĐŽŶƐĐŝŽƵƐ ŽĨ ?
Essentially, I had to balance the methodological requirement and ethical obligation 
to produce in-depth, rich accounts with the practicalities of my thesis word count.  
 
I wanted to ensure a mix of common and less common cancers in the study. 
However, most of the cases were from the three main cancer types, on which the 
majority of existing psycho-oncology research is based: breast, prostate and 
colorectal cancers. Nobody diagnosed with ďůĂĚĚĞƌĐĂŶĐĞƌŽƌ,ŽĚŐŬŝŶ ?Ɛ>ǇŵƉŚŽŵĂ
came forward as I had initially envisaged and more women than men came forward 
to take part in the study. Again, this is reflective of psycho-oncology research more 
widely (Fleer et al. 2006). There was also a lack of ethnic and socioeconomic 
diversity  W something I highlighted as a limitation to existing survivorship research 
in Chapter 3. I had considered this in my recruitment strategy, initially planning to 
recruit in four London boroughs with varying levels of deprivation and ethnic 
diversity. However, I was relying on participant self-selection into the study and 
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may not have effectively targeted local community groups to recruit ethnic minority 
groups and those in lower socioeconomic groups.  
 
The majority of participants were active in what Moira referred to as the cancer 
 ‘ǁŽƌůĚ ?.  The study did not include any individuals diagnosed with prostate or 
colorectal cancer who were not involved with cancer charities in some way, so 
heterogeneity was also lacking in this respect. As a result, the survivors in this study 
may have offered views and opinŝŽŶƐŽŶƚŚĞĐĂŶĐĞƌ ‘ǁŽƌůĚ ? that differ to those not 
still engaged in it. I considered ways of accessing individuals who did not attend 
local cancer support groups, or volunteer/fundraise for cancer charities in the 
recruitment strategy. It was hoped that approaching a wide range of community 
groups would go some way to addressing this. However, although a small number 
of participants were recruited via non-cancer routes, the majority did stem from 
cancer-related organisations/groups. Where possible, the analysis has compared 
and contrasted experiences based on those who are still active in the cancer 
 ‘ǁŽƌůĚ ?, those who are no longer involved in cancer-related activities and those who 
have never been involved.  
 
Whilst the sample was homogeneous in terms of certain socio-demographic and 
cancer characteristics, it was heterogeneous with respect to age, employment 
status, cancer treatments received and time since treatment completion. Potential 
differences in experience as a result of these characteristics have been explored in 
the analysis. This being said, the homogeneity of the sample has implications for the 
assertions that can be made. Whilst I cannot say that findings are generalisable and, 
in any case, this is not the purpose of case study research, what I can say is that the 
study represents a stepping stone to further research into the experiences of 
individuals and their loved ones living long-term after a cancer diagnosis  W a 
population that is yet to be researched widely in the UK. The size and homogeneity 
of the sample also poses questions regarding the suitability of the recruitment 
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strategy adopted. Next I discuss the limitations of my chosen recruitment strategy 
and present suggestions to overcome these in future research. 
 
Data collection 2: Advantages and disadvantages of the recruitment strategy 
 
Advantages to the strategies adopted included the few cost implications involved, 
and that those who came forward were interested in the topic and therefore 
willing, and able, to share their experiences (an important factor when conducting 
narrative interviews). Posting online meant a large number of individuals would see 
details about the study, in a short timeframe, and would be able to contact me 
quickly, in a relatively anonymous way, via email. Whilst posting the flyer on charity 
websites/forums was the most successful recruitment strategy, sharing information 
via gatekeepers was also important, as it meant those without access to the 
internet would hear about the study.  
 
The overall disadvantagĞ ŽĨ ƚŚĞ ƌĞĐƌƵŝƚŵĞŶƚ ƐƚƌĂƚĞŐǇ ǁĂƐ ƚŚĂƚ ĂĐĐĞƐƐŝŶŐ  ‘ŚĞĂůƚŚǇ
ǀŽůƵŶƚĞĞƌƐ ? ŝŶǀŽůǀĞĚ ƐĞůĨ-selection by participants into the study. As already 
discussed, those that registered their interest were, in the main, active in the cancer 
community and wanted to share their experiences. It could be said that they had a 
particular perspective on the cancer experience, which may have influenced certain 
ĨŝŶĚŝŶŐƐ ?&ŽƌĞǆĂŵƉůĞ ?ĞǀŝĚĞŶĐĞŽĨ  ‘ĐŽŵŵƵŶŝƚĂƐ ?ǁĂƐƌĞƉŽ ƚĞĚ ?dŚŝƐŵĂǇŶŽƚŚĂǀĞ
been so evident had the majority of participants not been involved with cancer 
charities.  
 
In addition, I was trying to recruit a relatively dispersed population  W many of whom 
may not be involved with charities or local support groups anymore. Therefore, 
those that did come forward probably had ongoing needs/concerns or motivations 
for participating in the study. Also, those who are part of community groups are 
people who are generally mobile and able and participate in such activities. This 
might not be the case for older people, or those with physical limitations. 
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Therefore, by approaching cancer charities and local community groups, I was 
narrowing my potential sample to those who were active in their community or 
ĐĂŶĐĞƌ ‘ǁŽƌůĚ ?, thus excluding so-ĐĂůůĞĚ ‘ƐŝůĞŶƚ ?ŐƌŽƵƉƐĨƌŽŵƚŚĞƐƚƵĚǇ ? 
 
Gaining access to community groups and local support groups was challenging. I 
distributed flyers and made calls but got little response.  I was dependent on local 
groups regarding their capacity and/or desire to make people aware of the study. 
Anecdotal evidence from some cancer charities suggests that they receive many 
approaches for research support and therefore cannot accommodate all such 
requests. The same goes for putting up flyers on community notice boards, etc.  W 
often there is no room so organisations have to prioritise requests. Once I had 
gained access, it was generally up to a gatekeeper to share information with 
individuals. I had no way of checking whether they had actually contacted 
individuals, what information they shared and with whom. I was reliant on them to 
actively recruit on my behalf and this was actually one of the least successful 
recruitment strategies. I acknowledge that there is greater scope for engaging with 
gatekeepers at local cancer support groups and local community groups. It would 
have been useful to attend community group meetings to give a short presentation 
on the research, but to do so required an initial response from local groups, which 
was often not forthcoming.  
 
Based on these limitations, alternative recruitment routes may have been more 
appropriate. For example, I considered advertising in the local press. However, after 
conducting a risk assessment, my supervisors and I decided against this approach as 
it would not have been possible to vet those taking part. More often than not, I 
approached cancer charities and local support groups via a gatekeeper (for 
ĞǆĂŵƉůĞ ?Ă ‘sŽŝĐĞƐ ?ĐŽŽƌĚŝŶĂƚŽƌ ?ƐƵƉƉŽƌƚŐƌŽƵƉŚĂŝƌ ?ĞƚĐ ? ?ǁŚŽǁĂƐĂďůĞƚŽĐŽŶĨŝƌŵ
the legitimacy of potential participants. This approach acted as a safeguard for me 
in my capacity as a lone researcher.   
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An avenue explored during the development of the study was recruitment via GPs. 
There are examples of successful recruitment via GPs in the literature, for example, 
Harrison et al. (2011). Whilst recruitment via the NHS can be time-consuming and 
problematic (see also Table 5.2, p.136), it could potentially facilitate access to a 
larger pool from which to purposively select cases. In particular, recruitment via GPs 
ŵĂǇ ĞŶĂďůĞ ĂĐĐĞƐƐ ƚŽ ŵŽƌĞ  ‘ƐŝůĞŶƚ ? ŐƌŽƵƉƐ ? ƐƵĐŚ Ăs those diagnosed with less 
common cancers, men, individuals from ethnic minority and lower socioeconomic 
status groups and those who do not, or cannot, participate in community life. Also, 
people may be more inclined to participate if the study has been endorsed by their 
GP.  
 
ĂƚĂĐŽůůĞĐƚŝŽŶ ? P ‘/ĚĞŶƚŝƚǇŵĂƚĐŚŝŶŐ ?ŝŶŝŶƚĞƌǀŝĞǁƐ 
 
During the interviews I was aware of the fact that participants may mediate what 
they share, in part as a result of my personal biography. Essentially, who I am 
influences the stoƌǇ ƚŽůĚ ? / ƚŚĞƌĞĨŽƌĞ ĐŽŶƐŝĚĞƌĞĚ ǁŚĞƚŚĞƌ  ‘ŝĚĞŶƚŝƚǇ ŵĂƚĐŚŝŶŐ ? ŝƐ
useful in qualitative research. There is an argument that ensuring the researcher 
ĂŶĚ ƉĂƌƚŝĐŝƉĂŶƚ ĂƌĞ  ‘ŵĂƚĐŚĞĚ ? ŽŶ ŬĞǇ ƐŽĐŝŽ-demographic criteria is helpful to the 
interview interaction (Lewis 2003). Lewis highlights that this issue has been raised in 
ƌĞůĂƚŝŽŶ ƚŽ ŵĂƚĐŚŝŶŐ ŽŶ ŐĞŶĚĞƌ ? ƐƚĂƚŝŶŐ ƚŚĂƚ  ‘ƐŚĂƌŝŶŐƐŽŵĞ ĂƐƉĞĐƚƐ ŽĨ ĐƵůƚƵƌĂů
ďĂĐŬŐƌŽƵŶĚŽƌ ĞǆƉĞƌŝĞŶĐĞ ŵĂǇďĞ ŚĞůƉĨƵů ŝŶĞŶƌŝĐŚŝŶŐ ƌĞƐĞĂƌĐŚĞƌƐ ?ƵŶĚĞƌƐƚĂŶĚŝŶŐ
ŽĨƉĂƌƚŝĐŝƉĂŶƚƐ ?ĂĐĐŽƵŶƚƐ ? ? ? ? ? ? ? P ? ? ? ?,ŽǁĞǀĞƌ ?ĂĚŝƐĂĚǀantage to matching is that 
 ‘ŝŶƐƵĨĨŝĐŝĞŶƚ ĞǆƉůĂŶĂƚŝŽŶ Žƌ ĐůĂƌŝĨŝĐĂƚŝŽŶ ŝƐ ƐŽƵŐŚƚ ďǇ ƚŚĞ ƌĞƐĞĂƌĐŚĞƌ ďĞĐĂƵƐĞ ŽĨ
ĂƐƐƵŵƉƚŝŽŶƐĐƌĞĂƚĞĚďǇƚŚĞŝƌƐŚĂƌĞĚĞǆƉĞƌŝĞŶĐĞ ? ? ? ? ? ? P  ? ? ?dŚĞƐĂŵĞĐŽƵůĚďĞƐĂŝĚ
of the participant. Participants might also find it helpful, or easier, to speak to 
someone outside their own social group. Janet said she felt she could speak more 
openly with me than her family because I had not been through the cancer 
experience with them. Lewis (2003) says it is important to weigh up the risks of 
iĚĞŶƚŝƚǇ ŵĂƚĐŚŝŶŐ ǀĞƌƐƵƐ ŶŽƚ ? ďƵƚ ƚŚĂƚ  ‘ƵůƚŝŵĂƚĞůǇ ? ŵĂƚĐŚŝŶŐ ŝƐ ŶŽ ƐƵďƐƚŝƚƵƚĞ ĨŽƌ
developing high quality fieldwork skills, having empathy and respect for 
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ƉĂƌƚŝĐŝƉĂŶƚƐ ?ďĞŝŶŐƌĞĨůĞĐƚŝǀĞĂďŽƵƚƉĂƌƚŝĐŝƉĂŶƚƐ ?ƐŽĐŝĂůǁŽƌůĚƐĂƐǁĞůůĂƐŽŶĞ ?ƐŽǁŶ ?
and being able ƚŽůŝƐƚĞŶĂŶĚƵŶĚĞƌƐƚĂŶĚ ? ? ? ? ? ? P ? ? ? ? 
 
In most cases, identity matching was not possible in my area of research. However, I 
thought about some of the areas where my personal biography may have impacted 
on the story told, including my gender, age, professional background and the fact 
that I have not had cancer. The area I struggled most with was that I am not a 
nurse. However, I found that if participants knew I was not a nurse, they were more 
ĞǆƉůŝĐŝƚĂďŽƵƚƚŚĞŝƌĞǆƉĞƌŝĞŶĐĞƐ ?/ŶĚĞĞĚ ? ‘ ? ? ?ƉĂƌƚŝĐŝƉĂŶƚƐƐůĂŶƚ or edit their responses, 
ŽĨƚĞŶ ŝŶǁĂǇƐƚŚĂƚƚŚĞǇďĞůŝĞǀĞǁŝůůŵĂŬĞƐĞŶƐĞƚŽƚŚĞƌĞƐĞĂƌĐŚĞƌ ?  ?hŶĚĞƌǁŽŽĚet 
al., 2010: 1585). Participants may have assumed I knew little about the cancer 
experience within the NHS, the types of treatment they received, potential side 
effects, etc. or felt able to voice their concerns about care within the NHS as I was 
not a healthcare professional and therefore not directly influencing their care. 
However, I do acknowledge that some participants may have felt I would not 
understand their experiences because I did not have a medical background or know 
the workings of the NHS. Overall though, I found the former to be true  W that 
participants were actually more open, and described their experiences in more 
depth, because I was not a nurse.  
 
Data collection 4: Location of interviews 
 
Based on a risk assessment, School of Health Sciences guidance on lone working 
and discussions with my supervisors, where possible, I conducted interviews in 
public places. This is in contrast to much research conducted in this field, where 
interviews are often conducted in the home. Drawing on the literature, as well as 
my own experiences, here I discuss the advantages and disadvantages of 
conducting interviews in the home, and what I would do differently in future 
research. 
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Conducting an interview in the home is convenient for the participant. They do not 
have to travel, which is particularly relevant for those with mobility issues. Atkinson 
(1998) suggests that the home might be the most appropriate setting as it provides 
a relaxed, comfortable setting that the interviewee is used to. Interviews in the 
home are also not necessarily bound to a set time frame. For example, if I have 
booked a meeting room or am interviewing someone at work I may only have a 
certain time within which to conduct the interview. Bergen (1993) suggests 
interviews in the privacy of the home are important to establishing the relationship 
between participant and researcher. Participants feel comfortable and in control of 
the situation. They determine the rules of the interaction e.g. where in the home 
the interview takes place. Being in the home, Bergen witnessed women speaking 
freely about their families, showing photos, etc. (as did Richard in my study). In this 
respect, details emerged that might not have been discussed otherwise (Bergen 
1993). 
 
As already alluded to, the main disadvantage to conducting interviews in the home 
is with regard to researcher safety. Walls et al.  ? ? ? ? ? P ? ? ?ĂƌŐƵĞƚŚĂƚ ‘ƚŚĞŶĂƚƵƌĞŽĨ
one-off interviews is that the researcher has no prior knowledge of the participants 
against which to judge whether or not to feel threatened or concerned by the 
ƉƌŽƐƉĞĐƚŽĨŝŶƚĞƌǀŝĞǁŝŶŐŝŶƉƌŝǀĂƚĞ ? ? ? ?dŚĞǇĚĞĐŝĚĞĚĂƚƚŚĞŽƵƚƐĞƚƚŚĂƚƚŚĞƌĞƐĞĂƌĐŚĞƌ
ǁŽƵůĚ ‘ŶĞŐŽƚŝĂƚĞĨŽƌĂŵƵƚƵĂůůǇĂŐƌĞĞĚůŽĐĂƚŝŽŶ ?ŝŶĂƉƵďůŝĐĂƌĞĂ ?ǁŚĞƌĞƉƌŝǀĂĐǇĂŶĚ
confidentiality was possible and [they] ĐŽƵůĚ ƐƵŵŵŽŶ ŚĞůƉ ĞĂƐŝůǇ ŝĨ ŶĞĐĞƐƐĂƌǇ ?
(2010: 31). Paterson et al. (1999) also cite researcher safety as a methodological 
concern. They argue that it is not just the participant, but other people in the 
house, who could pose a risk (Paterson et al. 1999). For example, in my study, I 
interviewed Richard in his home. Whilst there, his son and his wife popped in. 
Whilst a gatekeeper vouched for this study participant, they could not account for 
other people entering the home. Aside from safety issues, it could also be argued 
that conducting an interview in the home could be distressing for the participant. 
We cannot assume that everyone would want to conduct an interview on a 
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sensitive topic in their own home, as it is their safe space or sanctuary. This space 
could be violated if the interview is distressing. 
 
In future research I would establish where participants would prefer to be 
interviewed. If they were recruited via a gatekeeper, I would feel confident to 
interview them in their home if they wanted to, subject to an established safety 
protocol. If I were to recruit through newspaper advertising or GPs, I would still 
prefer to interview people in public places to ensure my safety. 
 
Data analysis and presentation of findings 
 
Case study research focuses on depth of understanding and complexity in specific 
contexts. However, one of my concerns was maintaining confidentiality and 
anonymity. I wanted to write up the cases as embedded case studies (Yin 2003), 
which include more than one unit of analysis (in this study: the person diagnosed 
ǁŝƚŚĐĂŶĐĞƌĂŶĚƚŚĞŝƌ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ? ? ?,ŽǁĞǀĞƌ ?ŝŶone of my first interviews, the 
participant asked specifically if their account would be kept separate from that of 
ƚŚĞŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌ ?, should they decide to participate. The participant shared 
personal details that could be distressing to their loved ones and I felt that they 
would not have nominated Ă ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ?had their stories been merged into 
one case. Therefore, from the outset, I was concerned about writing up the cases as 
embedded case studies.  
 
<ĂŝƐĞƌ ? ? ? ? ? ?ƐƚĂƚĞƐƚŚĂƚ ‘ƋƵĂůŝƚĂƚŝǀĞƌĞƐĞĂƌĐŚĞƌƐface a conflict between conveying 
detailed, accurate accounts of the social world and protecting the identities of the 
ŝŶĚŝǀŝĚƵĂůƐǁŚŽƉĂƌƚŝĐŝƉĂƚĞĚŝŶƚŚĞƌĞƐĞĂƌĐŚ ? ? ? ? ? ? P ?? ? ? ?Issues of anonymity are 
ƉĂƌƚŝĐƵůĂƌůǇ ƌĞůĞǀĂŶƚ ŝŶ  ‘ĚǇĂĚŝĐ ? ŝŶƋƵŝƌǇ ? ŽŶĨŝĚĞŶƚŝality is threatened when 
interviews may reveal details between the pair that were previously secret (Allmark 
et al. 2009). This creates issues in the write-up and use of quotes - whilst individuals 
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may not be identifiable to the general public, they may be identifiable to peers 
(Allmark et al. 2009).  
 
&ŽƌďĂƚĂŶĚ,ĞŶĚĞƌƐŽŶ ? ? ? ? ? P ? ? ? ? ? ‘ƐĂǁƚŚĞĚĞƐŝƌĞƚŽƵŶĚ ƌƐƚĂŶĚƚŚĞƌĞůĂƚŝŽŶƐŚŝƉ
from both sides to outweigh the perils in accessing both stories but only when the 
ĞƚŚŝĐĂů ĂŶĚ ƉƌŽĐĞĚƵƌĂů ĞůĞŵĞŶƚƐ ŚĂĚ ďĞĞŶ ƐƵĨĨŝĐŝĞŶƚůǇ ǁŽƌŬĞĚ ƚŚƌŽƵŐŚ ? ? &or 
example, they held discussions about confidentiality during recruitment, and at the 
beginning and end of interview and asked whether participants wanted to view 
their transcripts.  They also assured participants that their account would not be 
shared with their partner. If the participant discussed the interview with their 
partner, that was their choice but the researcher did not comment on these 
ĂĐĐŽƵŶƚƐ ?ĨŽƌĞǆĂŵƉůĞ ?ƚŚĞǇĚŝĚŶŽƚĂŶƐǁĞƌƋƵĞƐƚŝŽŶƐůŝŬĞ  “ĚŝĚŚĞ ?ƐŚĞƚĞůůǇŽƵ ? ? ? ? ?
Forbat and Henderson (2003) did acknowledge that it is more challenging dealing 
with information from one partner not mentioned by the other. In these cases they 
decided not to pursue it with the other partner, even if it was an interesting line of 
enquiry. The researcher decided that if the story was considered important to the 
other, they would mentioned it themselves. They acknowledged that potential data 
could be lost  W ďƵƚďǇĂĚŽƉƚŝŶŐ ƚŚŝƐĂƉƉƌŽĂĐŚƚŚĞǇǁĞƌĞ  ‘ŵĂŝŶƚĂŝŶŝŶŐĂŶĞƚŚŝĐĂůůǇ
ĚĞĨĞŶƐŝďůĞƉŽƐŝƚŝŽŶ ? ? ? ? ? ? P ? ? ? ? ? ?/ƚŽŽŬƚhis approach in my study and feel ethically 
and morally at ease for doing so.  
 
Based on my experiences, when conducting case-study research or in-depth, holistic 
analyses, a more detailed discussion of informed consent is required. This involves 
careful consideration of issues pertaining to anonymity and confidentiality, as well 
as ways to minimise distress  W not just to the person taking part, but also to those 
close to them.  
 
Several researchers have proposed a model of continuous informed consent 
(Richards and Schwartz 2002, Forbat and Henderson 2003, Allmark et al. 2009, 
Kaiser 2009) ǁŚĞƌĞƚŚĞƌĞƐĞĂƌĐŚĞƌƌĞĂĨĨŝƌŵƐĐŽŶƐĞŶƚĂƐƉĂƌƚŽĨĂŶ ‘ŽŶŐŽŝŶŐƉƌŽĐĞƐƐ
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rather than a one-ŽĨĨ ĞǀĞŶƚ ?  ?ZŝĐŚĂƌĚƐ ĂŶĚ ^ĐŚǁĂƌƚǌ ?  ? ? ? ? P  ? ? ? ? ? ,ŽǁĞǀĞƌ ?
participants should also be made aware that it might not be possible to ensure 
complete confidentiality, particularly with narratives and life stories, even when 
pseudonyms are used (Allmark et al. 2009).  
 
Intrinsically linked to issues of maintaining anonymity and confidentiality is how 
researchers minimise distress that may be caused during the course of research. 
This includes distress that may be felt by the participant in the interview itself, but 
ĂůƐŽ ĚŝƐƚƌĞƐƐ ĨĞůƚ ďǇ ŽƚŚĞƌƐ ? ĨŽƌ ĞǆĂŵƉůĞ ? Ă  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌ ? ƌĞĂĚŝŶŐ ƐŽŵĞƚŚŝŶŐ
about their partner that they found upsetting. It was the latter scenario that was of 
concern to me when considering how to write up the case studies. Unstructured 
interviews provide participants with considerable control, but this creates a 
ĚŝĨĨĞƌĞŶƚ  ‘ƌŝƐŬƉƌŽĨŝůĞ ?(Corbin and Morse 2003). Johnson & Macleod-Clarke (2003) 
suggest that in terms of the costs of involvement in research, the definition of 
 ‘ƐĞŶƐŝƚŝǀĞ ? Ɛhould move beyond the obvious i.e. topics that have potential to 
generate an emotional response, to include topics in which the outcome may have 
social implications (2003: 421) i.e. socially sensitive topics. In this sense we need to 
think about the threat Žƌ  ‘ĐŽƐƚ ? ŽĨ ƉĂƌƚŝĐŝƉĂƚŝŽŶ ? ŶŽƚ ũƵƐƚ ƚŽ ƚŚĞ ŝŶĚŝǀŝĚƵĂů
participant, but those in their wider social sphere as well.  
 
On the flip side is the positive impact participating in research can have. Corbin and 
Morse (2003) acknowledge that interviews may cause emotional distress but that 
there is no indication that this distress is any greater than in everyday life. Johnson 
ĂŶĚDĂĐůĞŽĚůĂƌŬĞ ?ƐŐĞŶĞƌĂůŽƉŝŶŝŽŶŝƐƚŚĂƚďĞŶĞĨŝƚƐŽƵƚǁĞŝŐŚĐŽƐƚƐ ?ďƵƚƚŚĞŝƐƐƵĞ
is that a researcher cannot always be certain about the impact - what may benefit 
one, may harm another. This goes for the participants themselves, and their wider 
social spheres.  
 
Participating in research may have a therapeutic effect as it can help participants 
find meaning in the experience (Clark 2010). For some people, an interview is their 
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first opportunity to discuss the issue and even though it might be difficult it can also 
ďĞƚŚĞƌĂƉĞƵƚŝĐƚŽ ‘ŐĞƚŝƚŽĨĨƚŚĞŝƌĐŚĞƐƚ ?(Walls et al. 2010). It is often an opportunity 
to focus on the subject, something that the participant might not have been able to 
do before or something they felt they could not do with friends and family. For 
example, in this study, Janet appreciated being able to talk about her experiences 
with someone who was not personally involved in her cancer story. This allowed 
her to talk through some of her feelings and actually gave her hope for the future. 
Research gives people a chance to talk about painful experiences in a controlled 
environment, with an informed researcher (Dyregov 2004) ?/ŶĚĞĞĚ ? ‘ĂƚƚĞŶƚŝŽŶĨƌŽŵ
ĂƌĞƐĞĂƌĐŚĞƌŵĂǇĂĐƚĂƐǀĂůŝĚĂƚŝŽŶ ?ŽĨƚŚĞƉĂƌƚŝĐŝƉĂŶƚ ?ƐŽŶŐŽŝŶŐĐŽŶĐĞƌŶƐ  ?'ƌŝŶǇĞƌ ?
2004: 1341).  
 
A strong motive for participating in qualitative research, even if it might be 
distressing, is altruism - ƚŚĂƚŽŶĞ ?ƐƐƚŽƌǇŵŝŐŚƚŚĞůƉŽƚŚĞƌƐ(Bergen 1993, Dyregov 
2004, Grinyer 2004, Peel et al. 2006, Carter et al. 2008). This was a common reason 
amongst the participants in this study (and could stem from the fact that many of 
them were still actively engaged with cancer charities). Clark (2010) also suggests 
ƚŚĂƚ Ăƚ Ă  ‘ĐŽůůĞĐƚŝǀĞ ? ůĞǀĞů ? Ă ƌĞĂƐŽŶ ĨŽƌ ƉĂƌƚŝĐŝƉĂƚŝŽŶŝŶ ƌĞƐĞĂƌĐŚ ŝƐ ƚŽ ŝŶĨŽƌŵ
 ‘ĐŚĂŶŐĞ ? ?dŚŝƐŝƐĂŶŝŵƉŽƌƚĂŶƚĐŽŶƐŝĚĞƌĂƚŝŽŶŝŶƚŚĞĐĂŶ ĞƌĐŽŶƚĞǆƚ P ‘ĂŶŽƚŚĞƌĚƌŝǀŝŶŐ
role of engagement is the hope that the research will be useful in informing some 
area of policy or professional practice that will change the social experience of 
ƉĞŽƉůĞƉĞƌĐĞŝǀĞĚƚŽďĞ ŝŶƐŝŵŝůĂƌĐŽŶƚĞǆƚƐ ?  ?ůĂƌŬ ?  ?   ? P  ? ? ? ? ?&ŽƌĞǆĂŵƉůĞ ? ŝŶƚŚŝƐ
study Richard campaigns for a more accurate screening tool than the PSA test for 
prostate cancer as he wants to help save lives. Engagement is driven by the 
 ‘ƉĞƌĐĞŝǀĞĚƉŽƐŝƚŝǀĞĐŽŶƚƌŝďƵƚŝŽŶƚŚĂƚƚŚĞŝƌŝŶǀŽůǀĞŵĞŶƚǁŝůůŚĂǀĞƚŽŽƚŚĞƌŵĞŵďĞƌƐ
ŽĨƐŝŵŝůĂƌĐŽůůĞĐƚŝǀĞŐƌŽƵƉƐ ? ? ? ? ? ? P413). Likewise, Carter et al. (2008: 1264) report 
ƚŚĂƚƚŚĞƉƵƌƉŽƐĞŽĨƉĂƌƚŝĐŝƉĂƚŝŽŶŝŶƌĞƐĞĂƌĐŚŝƐƚŽ ‘ĂƐŝƐƚƚŚĞĐŽŵŵƵŶŝƚŝĞƐƚŽǁŚŝĐŚ
ŽŶĞďĞůŽŶŐĞĚ ? ?
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Ultimately, considering issues of maintaining anonymity and confidentiality and 
minimising distress caused to participants and those close to them, alongside some 
of the reasons why participants decided to take part in this study, I felt I could not 
write the cases as embedded case studies as the interviews with those who had 
been diagnosed with cancer and tŚĞŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ǁĞƌĞ ĐŽŶĚƵĐƚĞĚ
ƐĞƉĂƌĂƚĞůǇ ? /ŶƐƚĞĂĚ ? / ĐŽŶĚƵĐƚĞĚĂ ƚŚĞŵĂƚŝĐĂŶĂůǇƐŝƐŽĨ ƚŚĞ  ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ?ĚĂƚĂ
and reported these findings separately. With hindsight, had I conducted joint 
interviews, it would have been easier to report findings as embedded case studies, 
although joint interviews come with their own set of disadvantages (See Table 5.3, 
p. 147). Adopting this approach ensured that I could write in-depth accounts of 
ƉĂƌƚŝĐŝƉĂŶƚƐ ? ĞǆƉĞƌŝĞŶĐĞƐ ? ĂŶĚ ƌĞƉŽƌƚ ƚŚĞ ŽǀĞƌĂƌĐŚŝŶŐƉĞƌƐƉĞĐƚŝǀĞƐ ŽĨ  ‘ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌƐ ? ? ǁŚŝůƐƚ ƉƌŽƚĞĐƚŝŶŐ ƚŚĞ ĂŶŽŶǇŵŝƚǇ ŽĨ Ăůů ƚŚŽƐĞŝŶǀŽůǀĞĚ ?Through this 
approach I could do justice to all the accounts, giving both those diagnosed with 
ĐĂŶĐĞƌ ĂŶĚ ƚŚĞŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? Ă ǀŽŝĐĞ ĂŶĚ ŚŽƉĞĨƵůůǇ ĞŶĂďůŝŶŐ ƚŚĞŵ ƚŽ fulfil 
their desire to help other people affected by the disease.  
 
dŚĞĨŝŶĂůĐŚĂƉƚĞƌ ?ŽŶĐůƵƐŝŽŶƐ ?ŚŝŐŚůŝŐŚƚƐƚŚŝƐƐƚƵĚǇ ?ƐĐŽŶƚƌŝďƵƚŝŽŶƚŽƚŚĞĞǀŝĚĞŶĐĞ
base, and discusses the implications of the findings for theory, society, practice and 
research.   
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Chapter 11. Conclusions 
 
Introduction 
 
As more people are surviving cancer, and for longer, cancer survivorship is a key 
clinical, policy and research issue, but also one that has implications for wider 
society. As such, this exploratory study aimed to describe and further our 
understanding of the experience of cancer in the long-term survivorship phase (t5 
years post-treatment).  
 
dŚƌŽƵŐŚƚŚĞ ‘ƌĞƐƚŽƌǇŝŶŐ ?ŽĨŝŶĚŝǀŝĚƵĂůŶĂƌƌĂƚŝǀĞĂĐĐŽƵŶƚƐĂŶĚĂĐƌŽƐƐ-case analysis, I 
described individual and collective experiences of long-term cancer survivorship. 
Through a series of in-depth case studies I highlighted the impact of cancer on daily 
living, self, outlook on life and relationships. The subsequent cross-case analysis 
drew attention to the simultaneous benefits and losses experienced during long-
term survivorship. I developed a typology of the place of cancer  ? ‘ƉĂƐƚ ? ?  ‘ƉĂƐƚ-
ƉƌĞƐĞŶƚ ? ĂŶĚ  ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ? ?which is underpinned by a legacy of lingering 
uncertainty. The dynamism and fragility of the place of cancer was also highlighted. 
/ƚ ŽƐĐŝůůĂƚĞƐ ďĞƚǁĞĞŶ ƚŚĞ ĨŽƌĞŐƌŽƵŶĚ ĂŶĚ ďĂĐŬŐƌŽƵŶĚ ŽĨ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ůŝǀĞƐ ? ĂŶĚ
between the past, present and future, as a result of varied manifestations of 
ůŝŶŐĞƌŝŶŐ ƵŶĐĞƌƚĂŝŶƚǇ ĂŶĚ  ‘ƌĞĂůŝƚǇ ĐŚĞĐŬƐ ? experienced during this phase of the 
survivorship trajectory. Tentative explanations ĨŽƌƚŚĞƉůĂĐĞŽĨĐĂŶĐĞƌŝŶŝŶĚŝǀŝĚƵĂůƐ ?
lives at the time of interview were explored with reference to socio-demographic, 
cancer-related and wider life and health contexts. 
 
Here I discuss the implications of the findings, and conclude by highlighting the 
contribution this study makes to the cancer survivorship evidence base. 
 
  
356 
 
Theoretical implications 
 
In Chapter 3 I highlighted that theoretical frameworks have rarely underpinned 
studies on long-term cancer survivorship. One of the arguments against the use of 
theory in qualitative research is that researchers force the data into pre-existing 
ĐĂƚĞŐŽƌŝĞƐ ? ,ŽǁĞǀĞƌ ? ŝĨ ĐĂƚĞŐŽƌŝĞƐ ĂƌĞ  ‘ĐƌŝƚŝĐĂůůǇ ŝŶƚĞƌƌŽŐĂƚĞĚ ƚŚƌŽƵŐŚŽƵƚ ƚŚĞ
ƌĞƐĞĂƌĐŚ ƉƌŽĐĞƐƐ ? ŝƚ ĐĂŶ ůĞĂĚ ƚŽ  ‘ŝŶƚĞůůĞĐƚƵĂů ŐĂŝŶƐ ? ĨŽƌ ƋƵĂůŝƚĂƚŝǀĞ ŚĞĂůƚŚ ƌĞƐĞĂƌĐŚ
 ?DĂĐ&ĂƌůĂŶĞ ĂŶĚ K ?ZĞŝůůǇ-de Brun, 2012: 616).  This study was interested in 
exploring the utility of liminality as a framework for understanding experiences of 
long-ƚĞƌŵ ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐŚŝƉ ? DǇ ŝŶŝƚŝĂů  ‘ĐƌŝƚŝĐĂů ŝŶƚĞƌƌŽŐĂƚŝŽŶ ? ŽĨ ƚŚĞ ƚŚĞŽƌǇ ǁĂƐ
through a literature review (Chapter 4), which highlighted that whilst the theory 
may be pertinent to our understanding of living with and through cancer, gaps in 
the evidence base meant it was unclear whether the same was true for living 
beyond cancer i.e. long-term cancer survivorship. As such, my research objectives 
focused on critically analysing the utility of liminality as a means of understanding 
long-term survivorship.  
 
I explored liminality specifically with respect to those living long-term after a cancer 
diagnosis, which has not been undertaken before. I suggest that most, but crucially 
not all, individuals living long-term after a cancer diagnosis live in a state of 
 ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ ? Ɛ ƐƵĐŚ ? ůŝŵŝŶĂůŝƚǇ ŝƐ ŶŽƚ ƉĞƌŵĂŶĞŶƚ ĨŽƌ Ăůů ? ĂƐ ŚĂƐ ďĞĞŶ
suggested by Little et al ?  ? ? ? ? ? ? ? dŚŽƐĞ ĨŽƌ ǁŚŽŵ ĐĂŶĐĞƌ ŝƐ ŝŶ ƚŚĞ  ‘ƉĂƐƚ ? ŚĂǀĞ
transitioned out of this state and successfully reincorporated into a new state of 
 ‘ŚĞĂůƚŚ ? Žƌ  ‘ǁĞůůŶĞƐƐ ? ? dŚĞǇ ŚĂǀĞ ĞǆƉĞƌŝĞŶĐĞĚ ŐƌŽǁƚŚ ĂƐ Ă ƌĞƐƵůƚ ŽĨ ƚŚĞ ĐĂŶĐĞƌ
experience, which can be interpreted as reincorporating into a higher state of 
consciousness. I suggest that gaining closure is key to transitioning out of the liminal 
state, presenting examples of participants who have gained closure and how this 
ǁĂƐĂĐŚŝĞǀĞĚ ?DǇĐŽŶĐĞƉƚƵĂůŝƐĂƚŝŽŶŽĨ ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂů ƚǇĨŽĐƵƐĞƐŽŶƚŚĞphysical 
liminality experienced as a result of ongoing consequences of cancer treatment 
surviving the experience of cancer) and existential liminality felt as a result of an 
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ongoing fear of recurrence (surviving the disease). Some of the participants in the 
 ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ?ĂŶĚ ‘ƉƌĞƐĞŶƚ-ĨƵƚƵƌĞ ?ŐƌŽƵƉƐŚĂǀĞĂůƐŽĞǆƉĞƌŝĞŶĐĞĚƐŽŵĞƚŚŝŶŐĂŬŝŶƚŽ
post-traumatic transformation (Kahana et al. 2011), adding weight to the argument 
that living a liminal life can have generative and transformative potential (Turner 
1967, Turner 1969, Thompson 2007). I argue that this growth can often occur 
simultaneously alongside the negative consequences of cancer and its treatment. 
 
Therefore, findings suggest that liminality is a pertinent framework to facilitate our 
understanding of the experience of long-term survivorship, but offer insights 
beyond Little et al ? ?Ɛ  ? ? ? ? ? ? ĐŽŶĐĞƉƚƵĂůŝƐĂƚŝŽŶ ŽĨ ůŝŵŝŶĂůŝƚǇ ? Ɛ ƐƵĐŚ ? ƚŚĞ ĨŝŶĚŝŶŐƐ
presented here add to the theoretical discussion regarding liminality and the cancer 
experience  W a so-calleĚ  ‘ŝŶƚĞůůĞĐƚƵĂů ŐĂŝŶ ? ĨŽƌ ƋƵĂůŝƚĂƚŝǀĞ ŚĞĂůƚŚ ƌĞƐĞĂƌĐŚ
(MacFarlane and O'Reilly-de Brun 2012). 
 
Societal implications 
 
This study has raised questions about how we refer to people who have been 
ĂĨĨĞĐƚĞĚďǇĐĂŶĐĞƌ ?/ŶƚŚĞh< ? ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ?ƌŚĞƚŽƌŝĐŚĂƐďĞĞŶĂĚŽƉƚĞĚĨƌŽŵEŽƌƚŚ
America and is used by policy makers, researchers, healthcare professionals, the 
media, and charities. However, the terminology is not universally accepted. Indeed, 
whilst the majority of participants in this study acknowledge and accept the 
terminology used to describe them, they do not identify with the term personally 
and have not internalised the  ‘ƐƵƌǀŝǀŽƌ ? ŝĚĞŶƚŝƚǇ ŝƚ ŝŶƚŽ ƚŚĞŝƌ ƐĞůĨ-concept. Whilst 
ƚŚĞǇ ŵĂǇ ůŝƚĞƌĂůůǇ ďĞ Ă  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ? ŵŽƐƚ ĚŽ ŶŽƚƌĞĨĞƌ ƚŽ ? Žƌ ƉĞƌĐĞŝǀĞ ?
themselves as such. This being said, the term does resonate with a minority. The 
 ‘ƐƵƌǀŝǀŽƌ ?ŝĚĞŶƚŝƚǇŝƐŝŶƚĞŐƌĂƚĞĚŝŶƚŽƚŚĞir self-concept and reflects how they want to 
ďĞ ƉĞƌĐĞŝǀĞĚ ďǇ ŽƚŚĞƌƐ ? dŚĞƌĞĨŽƌĞ ? ďĞŝŶŐ ůĂďĞůůĞĚ Ă  ‘ƐƵƌǀŝǀŽƌ ? ŚĂƐ ƉŽƐŝƚŝǀĞ
connotations for these individuals. It seems that we need to move past meta-
ŶĂƌƌĂƚŝǀĞƐ ŽĨ  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ? ?  ‘ĨŝŐŚƚŝŶŐ ? ? ĞŶŐĂŐŝŶŐ ŝŶ Ă  ‘ǁĂƌ ? Žƌ  ‘ďĂƚƚůĞ ? ? ĞƚĐ ? ďĞĐĂƵƐĞ
they do not always resonate with those who have been affected by the disease. For 
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example, Khan et al.  ? ? ? ? ? ?ƐƵŐŐĞƐƚǁĞŵŽǀĞĂǁĂǇĨƌŽŵƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ?
and use more descriptive terminology to describe the population of people who 
have been diagnosed.  
 
Illness has a social, as well as personal, dimension. It is possible wider society 
ŝĚĞŶƚŝĨŝĞƐ ǁŝƚŚ ƚĞƌŵƐ ůŝŬĞ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ďĞĐĂƵƐĞ ŝƚ ŝŵƉůŝĞƐ ƐŽŵĞƚŚŝŶŐ ƉŽƐŝƚŝǀĞ ?
DĐ<ĞŶǌŝĞ  ? ? ? ? ? P  ? ? ? ? ĚĞƐĐƌŝďĞƐ Ă  ‘ĐůŝŵĂƚĞ ŽĨ ĨĞĂƌ ?about cancer. The idea of 
 ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ?ŵŽǀĞƐ ƚŚŽƐĞĚŝĂŐŶŽƐĞĚǁŝƚŚĐĂŶĐĞƌĂǁĂǇĨƌŽŵďĞŝŶŐ ƚŚĞ  ‘ŽŵĞŶƐŽĨ
ŚĂǌĂƌĚ ?(McKenzie and Crouch 2004) they once were. Family and friends want to 
ĨŽƌŐĞƚ ƚŚĂƚ ƚŚĞǇ ŚĂǀĞ ďĞĞŶ ŵĂĚĞ  ‘ĚĞĂƚŚ ƐĂůŝĞŶƚ ?(Little and Sayers 2004a)  W 
ƐƵƌǀŝǀŽƌƐŚŝƉ ƌŚĞƚŽƌŝĐ ŚĞůƉƐ ƚŚĞŵ ĚŽ ƚŚĂƚ ? ,ŽǁĞǀĞƌ ?ĨŽƌ ƚŚĞ  ‘ƐƵƌǀŝǀŽƌƐ ? ƚŚŝƐ ŵĂǇ
imply ƚŚĞǇĂƌĞ ‘ďĂĐŬƚŽŶŽƌŵĂů ? ?dŚĞǇŵĂǇŶŽƚĨĞĞůƚŚĂƚǁĂǇďƵƚĐŽŶĐĞĂůƚŚĞŝƌĨĞĂƌƐ
and concerns for the benefit of others. This can lead to isolation, as those affected 
ďǇ ĐĂŶĐĞƌ ĐĂŶŶŽƚ ƐŚĂƌĞ ŝŶ ƚŚĞ  ‘ƉƌĂĐƚŝĐĂů ĐŽŶƐĐŝŽƵƐŶĞƐƐŽĨ Ă ƚĂŬĞŶ-for-granted, 
future-ŽƌŝĞŶƚĂƚĞĚǁŽƌůĚǀŝĞǁ ? ?DĐ<ĞŶǌŝĞ ? ? ? ? ? P ? ? ? ? ? 
 
/ĐŽŶĐůƵĚĞƚŚĂƚĨƵƌƚŚĞƌĐŽŶƐŝĚĞƌĂƚŝŽŶŽĨ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌƐŚŝƉ ?ƌŚĞƚŽƌŝĐ ?ǁŚŝĐŚŝƐĨĂƐƚ
becoming embedded within society, is necessary as the terminology used is often 
not acceptable to those it refers. However, as Malcolm implied, it will be impossible 
to get it right for everyone: 
 
Malcolm (first interview): ...there is no commonality of language at all. And the debate 
ǁĞ ?ǀĞŚĂĚŽǀĞƌƚŚĞůĂƐƚ ?ǇĞĂƌƐĂďŽƵƚ ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ?Žƌ ‘ůŝǀŝŶŐǁŝƚŚ ?ŶŽǁ ?ŶŽŶĞŽĨƚŚĞŵ
ĂƌĞƐƵŝƚĂďůĞ ?ďƵƚ /ĚŽŶ ?ƚŬŶŽǁǁŚŝĐŚŽŶĞ /ǁŽƵůĚƉƌĞĨĞƌ ? ? EŽƚŚŝŶŐ ?ƐŐŽŝŶŐƚŽďĞĞĂƐǇ
ĂŶĚŶŽƚŚŝŶŐ ?ƐŐŽŝŶŐƚŽ be right.  
 
Implications for practice 
 
I have positioned the implications for practice within the emerging framework of 
 ‘ĂĨƚĞƌĐĂƌĞ ? ƐĞƌǀŝĐĞƐ ďĞŝŶŐ ĚĞǀĞůŽƉĞĚ ƚŚƌŽƵŐŚ ƚŚĞ ǁŽƌŬ ŽĨ ƚŚĞ EĂƚŝŽŶĂů ĂŶĐĞƌ
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Survivorship Initiative (NCSI) in England, as well as wider policy and service 
developments taking place in North America. dŚĞƌĞŝƐĂŵŽǀĞĨƌŽŵĂ ‘ŽŶĞ-size fits 
Ăůů ? ĂƉƉƌŽĂĐŚ ƚŽ ĐůŝŶŝĐĂů ĨŽůůŽǁ-up (focusing on surveillance and detecting 
recurrence) to a more personalised, tailored, risk-ƐƚƌĂƚŝĨŝĞĚ  ‘ĂĨƚĞƌĐĂƌĞ ? ? dŚĞ E^/ ?Ɛ
vision is that individuals receive the care and support they need to lead healthy and 
active lives for as long as possible (Department-of-Health 2010). In England, through 
risk stratification and holistic needs assessments, healthcare professionals and the 
individual diagnosed will work together to identify the most appropriate aftercare 
for that individual. The aim is to encourage those at low risk of recurrence to self-
manage  W providing them with information, support and skills to look after their 
own health and wellbeing, as well as identifying a key worker within the NHS whom 
they can contact should they need to. 
 
Whilst some participants have adjusted well to life post-treatment, others have 
ongoing problems and concerns that impact physical functioning and, therefore, 
daily life. This finding is supported by previous research, where the consensus is 
that approximately 20-30% of long-term survivors experience ongoing issues 
(Deimling et al. 2006a, Armes et al. 2009a, Foster et al. 2009, Harrison et al. 2011). 
The key challenges are identifying the individuals who require ongoing support, and 
identifying and implementing the most effective interventions to meet their needs. 
The NCSI proposes that survivors and their GPs will be provided with a treatment 
summary and survivorship care plan, which outline treatments received, the risk of 
late effects of treatment and follow-up care needs. The aim of these tools is to 
improve communication and coordinate care between hospital oncology services, 
primary care and cancer survivors (Figure 11.1).  
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Figure 11.1: Treatment summaries and survivorship care plans 
Treatment summary: aim to develop communication and collaboration between hospital cancer 
services and primary care. Primary care providers need to be aware of potential late effects for those 
with a history of cancer. For example, if a survivor presents with a new symptom, the GP should 
consider whether it might be related to the cancer diagnosis (Burton 2010). The treatment summary 
should be completed by the hospital at the end of treatment, with copies sent to the survivor and 
their GP.  
Survivorship Care Plans (SCP): aim to outline treatments received, the risk of late effects of 
treatment and follow-up care needs (Hewitt et al. 2005). It should also include ongoing treatments, 
treatment complications experienced and contact information for members of the multi-disciplinary 
team (MDT) (Phillips and Currow 2010). The treatment summary forms one part of the SCP (Watson 
et al. 2011). 
The following sections discuss what holistic needs assessments should cover, when 
they should take place, who should be involved in the assessment and some of the 
information and support needs, highlighted by participants in this study, that 
healthcare professionals should be cognizant of during this phase of survivorship. 
 
Holistic needs assessment: what should it cover? 
 
ŶǇ ĂƐƐĞƐƐŵĞŶƚ ƐŚŽƵůĚ ůŽŽŬ ŚŽůŝƐƚŝĐĂůůǇ Ăƚ ƚŚĞ ŝŶĚŝǀŝĚƵĂů ?Ɛ ŶĞĞĚƐ ? ,ĞĂůƚŚĐĂƌĞ
providers need to understand what else is happening in their wider life, as well as 
their cancer-related concerns. Consideration should be given to what other health 
conditions individuals are living with. Have they attributed meaning to the illness 
i.e. found an explanation as to why they developed cancer, or are they still 
grappling with the meaning of cancer? Placing cancer within the context of the 
ŝŶĚŝǀŝĚƵĂů ?Ɛ ǁŝĚĞƌ ůŝĨĞ ĂŶĚlife stage will help healthcare professionals understand 
their ongoing issues and, importantly, their implications for daily functioning, their 
self-concept, relationships, etc., so that appropriate advice and support can be 
offered. Not only is it important to outline the possible late effects of treatment, 
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but also explore the meaning/implications of those side effects for those who may 
experience them. Essentially, holistic needs assessments should ensure supportive 
care is tailored to the individual.  
 
Holistic needs assessments: when? 
 
Boyd and Murray (2010) discussed the importance of recognising key transitions in 
end of life care. They argue that we can ascertain when someone will benefit from 
supportive care if we identify key transition points (Boyd and Scott 2010). Building 
on their premise, a useful approach may be to identify the transition points within 
ĂŶ ŝŶĚŝǀŝĚƵĂů ?Ɛ ƐƵƌǀŝǀŽƌƐŚŝƉ ƚƌĂũĞĐƚŽƌǇ ?The end of treatment is one key transition 
point. A holistic needs assessment should take place at this point and, if 
appropriate, individuals should be provided with, or signposted to, tailored 
information and support. Assessment at this point might help them as they move 
into long-term survivorship. For example, several participants in this study were still 
unsure of signs and symptoms of recurrence. As a result, they continue to live with 
a sense of lingering uncertainty many years after treatment completion.  
 
I would suggest that another assessment should take place around the five-year 
survival marker. Reaching the five-year point is instrumental in helping some 
individuals draw a line under the cancer experience and gain closure. However, 
others struggle when they are discharged from follow-ƵƉ ? Ɛ ŶĚǇ ?Ɛ ǁŝĨĞ ZĂĐŚĞů
ƐĂŝĚ ? ƚŚĞ  ‘ƐĞĐƵƌŝƚǇ ďůĂŶŬĞƚ ? had been taken away  W so individuals may need 
additional support at this point. In this study, participants want to feel they can 
contact relevant health professionals if needed, but in the main want to manage the 
consequences of cancer treatment themselves.  For example, Richard has a 
supportive GP who prescribes him a supply of antibiotics so that he can treat 
infections caused by self-catheterisation himself.  
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Holistic needs assessments: By whom? 
 
Primary care is well placed to support those living with the consequences of cancer 
and its treatment because they already deliver some aspects of cancer care, for 
example, PSA monitoring and managing comorbidities. Watson et al. argue that GPs 
ĂƌĞ  ‘ĞǆƉĞƌƚƐ Ăƚ ĚĞůŝǀĞƌŝŶŐ ůŽŶŐŝƚƵĚŝŶĂů ĐŚƌŽŶŝĐ ĚŝƐĞĂƐĞ ŵĂŶĂŐĞŵĞŶƚ ?  ? ? ? ? ? P  ? ? ? ? ?
The Department of Health (England) requires all patients diagnosed with cancer to 
receive a Cancer Care Review (CCR) by their GP within six months of the GP 
receiving confirmation of their diagnosis. Watson et al. (2011) suggest that the 
current timing of the CCR should be supplemented by another appointment at the 
end of treatment. Based on the findings from this study, I would argue that a CCR 
should also take place at five years post-treatment. This would have benefited 
someone like Malcolm who felt abandoned at the five-year point, particularly as he 
had moved and consequently lost the relationship he had developed with his 
previous GP and hospital team.  
 
Information and support needs during long-term cancer survivorship 
 
Findings suggest that the majority of those living long-term after a cancer diagnosis 
have searched for a cause of their cancer, but often found it difficult to come up 
with an explanation. Participants with children talked about how they now know, or 
worry, that their children are at a higher risk of developing cancer because they 
were diagnosed. Cancers that may be caused by inherited faulty genes include 
breast, ovarian, colorectal and prostate cancer. However, only around 5% of 
cancers are caused by an inherited faulty gene
39
. Therefore, this manifestation of 
lingering uncertainty might be quite simple to overcome if health professionals 
provide patients with information about the relative risk of familial cancer. This may 
                                                        
39
 http://cancerhelp.cancerresearchuk.org/about-cancer/cancer-questions/are-all-cancers-
hereditary [Accessed April 26th 2012]. 
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reduce worry and anxiety and, in some cases, guilt felt by some individuals that they 
ĂƌĞŝŶĨůƵĞŶĐŝŶŐƚŚĞŝƌĐŚŝůĚƌĞŶ ?ƐĨƵƚƵƌĞŚĞĂůƚŚ ?
 
Some participants in this study talked about how they modified their lifestyles post-
treatment to manage their risk, and fear, of recurrence. However, this was not 
always maintained into long-term survivorship. Evidence suggests that physical 
activity and a healthy diet can prevent recurrence (Davies et al. 2011) therefore 
those living long-term after cancer should be encouraged to maintain an active 
lifestyle. Davies et al. (2011) found that individuals want to take an active role in 
looking after themselves but the challenge is integrating lifestyle support and advice 
into models of aftercare. Lifestyle advice should also be part of the information and 
education delivered through self-management programmes, at the post-treatment 
review and again at the five-year point, perhaps as part of the CCR, so individuals 
feel confident that they are doing something to help manage their risk of 
recurrence.  
 
Some participants described ongoing problems with sexual functioning. 
Consideration needs to be given to the way in which discussions about such a 
sensitive topic can be initiated, and by whom, as well as how to ensure individuals 
know they can approach health professionals about their concerns. For example, 
Kate is now six years post-treatment and does not know where to turn to discuss 
her relationship and intimacy concerns. Sexual issues should ďĞ  ‘ŶŽƌŵĂůŝƐĞĚ ?
through routine assessment and appropriate therapy recommended where 
necessary (Mah et al. 2011). However, to enable referral to additional support 
services, appropriate interventions need to be in place. Roger highlighted a need for 
support groups for gay men. Men need a safe and supportive environment to 
discuss the impact of treatment on sexual function (individual and couple-based), as 
well as a forum for providing information about the legalities of civil partnerships, 
next of kin, etc. 
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Attention to the uncertainty and contradiction inherent in living in a state of 
liminality (in-between health and illness) is an important consideration for health 
professionals, at all stages of the cancer trajectory. If those living five years or more 
post-ƚƌĞĂƚŵĞŶƚ ĞǆƉĞƌŝĞŶĐĞ  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇ ? ƐƵƉƉŽƌƚŝǀĞ ĐĂƌĞ ŶĞĞĚƐ ?
encompassing physical and existential concerns, may be ongoing, and persist 
indefinitely. However, recognising and supporting the generative potential of 
 ‘ƐƵƐƚĂŝŶĞĚ ?ůŝŵŝŶĂůŝƚǇŝƐĂůƐŽĂŶŝŵƉŽƌƚĂŶƚĐŽŶƐŝĚĞƌĂƚŝŽŶ ? 
 
Avenues for future research 
 
^ƵďƚůĞ ƌĞĂůŝƐŵ ƉŽŝŶƚƐ ƚŽ ƚŚĞ ĞǆŝƐƚĞŶĐĞ ŽĨ  ‘ƐŝƚƵĂƚĞĚ ƚƌƵƚŚƐ ? ĂŶĚ ŵƵůƚŝƉůĞ ƌĞĂůŝƚŝĞƐ ?
which suggest that it is not possible to generalise findings from this study to the 
wider population of people living long-term after a cancer diagnosis. Also, as this 
ƐƚƵĚǇǁĂƐĞǆƉůŽƌĂƚŽƌǇŝŶŶĂƚƵƌĞ ?ƚŚĞĨŝŶĚŝŶŐƐ ‘ŝŶĚŝĐĂƚĞƌĂƚŚĞƌƚŚĂŶĐŽŶĐůƵĚĞ ?(Mason 
2002) ?/ŶĞĨĨĞĐƚ ?ƚŚĞĨŝŶĚŝŶŐƐĂŶĚĐŽŶĐůƵƐŝŽŶƐĚƌĂǁŶŚĞƌĞĂƌĞŵǇ ‘ǁŽƌŬŝŶŐƉŽƐŝƚŝŽŶ ?
and therefore need to be built upon to develop the body of evidence on 
experiences of long-term cancer survivorship. Case study research also does not aim 
to generalise but, if the reader relates to the case, this can be a natural basis for 
generalisation (Stake 1995, Stake 2006). In multiple-case studies, we are working 
with data at the aggregate level, looking for patterns of correspondence, which 
effectively means generalising within cases. An example within my study was the 
identification of the typology of the place of cancer in long-term survivorship. 
Further research is necessary to ascertain whether these findings hold true in 
similar, and contrasting, settings. Further exploration of interpersonal, 
intrapersonal and wider sociocultural contexts is also necessary to further our 
understanding of the dynamic place of cancer in long-term survivorship. 
 
A prospective, longitudinal study exploring changes in experience over time would 
add to the evidence base, as there is a dearth of research exploring how the 
experience and meaning of cancer changes over time. My study retrospectively 
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explored ŝŶĚŝǀŝĚƵĂůƐ ?experiences of diagnosis and treatment and other life events 
that have happened between diagnosis and the long-term survivorship phase. A 
prospective, longitudinal study would enable exploration of the meaning of events 
as they happen and then, later, exploration of how those meanings may have 
changed and why. It would be possible to explore the salience of the survivorship 
trajectory as outlined in Chapter 2. For example, longitudinal research could 
ascertain whether individuals move through the various stages (acute, transitional, 
extended and long-term) and when. It would also be interesting to explore how 
 ‘ƌĞĂůŝƚǇ ĐŚĞĐŬƐ ? and manifestations of lingering uncertainty may fluctuate and 
ĐŚĂŶŐĞŽǀĞƌƚŝŵĞĂŶĚƚŚƵƐŝŶĨůƵĞŶĐĞƚŚĞƉůĂĐĞŽĨĐĂŶĐĞƌ ŝŶƉĂƌƚŝĐŝƉĂŶƚƐ ?ůŝǀĞƐ ?dŚŝƐ
approach would also help position the research within the three-dimensional 
narrative inquiry space. It would be possible to explore continuity (past-present-
future experiences) in more depth, by comparing and contrasting the meaning of 
events as they happen (present), with the meaning ascribed to events experienced 
in the past and perceptions of the meaning of future experiences.  
 
It would have been interesting to include individuals diagnosed with cancers that 
typically do not reach long-term survivorship, for example, lung and head and neck 
cancers. It would then be possible to explore experiences of long-term survivorship 
from the perspective of those who are not necessarily expected to reach that stage 
of survivorship, and compare experiences with those of individuals diagnosed with 
cancers that have better five-year survival rates. It would also have been interesting 
to explore the impact of head and neck cancer on identity, particularly body image, 
and the potential stigma associated with head and neck and lung cancers. 
Development of head and neck cancer is associated with alcohol consumption and 
smoking, whilst lung cancer is also linked with smoking  W activities that are often 
perceived as socially unacceptable in terms of health maintenance. Therefore, 
individuals could be blamed for their cancer by wider society. However, as already 
mentioned, head and neck and lung cancer have low long-term survival rates. In 
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addition, head and neck cancer is a less common cancer, so recruitment would have 
been problematic using the strategies I employed. 
 
A prospective, longitudinal study would also allow me to explore the theory of 
liminality across the cancer trajectory. I was looking for evidence of liminality during 
long-term cancer survivorship, but through the retrospective discussion of life 
ĨŽůůŽǁŝŶŐƚƌĞĂƚŵĞŶƚƚŚĞƌĞǁĂƐĞǀŝĚĞŶĐĞŽĨ  ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ? ?ĞƚĐ ?ĚƵƌŝŶŐ
ƚŚĞƚƌĂŶƐŝƚŝŽŶƉŚĂƐĞŽĨƐƵƌǀŝǀŽƌƐŚŝƉ ?tŚŝůƐƚ ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞĂůŝĞŶĂƚŝŽŶ ?ŵĂǇŶŽƚďĞ
as evident today, it likely to have shaped the cancer experience. As such, it seems 
important to explore potential changes in the liminal experience over time. For 
example, future research might explore when and how individuals move from a 
ƉĞƌŝŽĚŽĨ ‘ĂĐƵƚĞ ?ůŝŵŝŶĂůŝƚǇƚŽƚŚĞ ‘ƐƵƐƚĂŝŶĞĚ ?ƉŚĂƐĞ ?ĂŶĚƉŽƐƐŝďůǇďĞǇŽnd.  
 
/ƚǁŽƵůĚĂůƐŽďĞŝŶƚĞƌĞƐƚŝŶŐƚŽĞǆƉůŽƌĞůŝŵŝŶĂůŝƚǇĨƌŽŵƚŚĞƉĞƌƐƉĞĐƚŝǀĞŽĨ ‘ƐŝŐŶŝĨŝĐĂŶƚ
ŽƚŚĞƌƐ ?  WĚŽƚŚĞǇĞǆƉĞƌŝĞŶĐĞ  ‘ƐƵƐƚĂŝŶĞĚ ? ůŝŵŝŶĂůŝƚǇĂŶĚĂ ƐĞŶƐĞ ŽĨ  ‘ĐŽŵŵƵŶŝĐĂƚŝǀĞ
ĂůŝĞŶĂƚŝŽŶ ? ? ‘ďŽƵŶĚĞĚŶĞƐƐ ?ĂŶĚ ‘ĐĂŶĐĞƌƉĂƚŝĞŶƚŶĞƐƐ ? ?ĂƐĞĚŽŶĐŽŵŵĞŶƚƐŵĂĚĞďǇ
sŽŵĞŽĨƚŚĞŝŶĚŝǀŝĚƵĂůƐĚŝĂŐŶŽƐĞĚǁŝƚŚĐĂŶĐĞƌĂŶĚƚŚĞŝƌ  ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ? ŝŶƚŚŝƐ
study, I would suggest that they do. For example, Richard said that cancer is 
 ‘ŝŶƐŝĚŝŽƵƐ ? and affects everyone around the individual diagnosed. Sheila, the wife of 
one of tŚĞ ƉĂƌƚŝĐŝƉĂŶƚƐ ? ĚĞƐĐƌŝďĞĚ Ă ƐĞŶƐĞ ŽĨ  ‘ďŽƵŶĚĞĚŶĞƐƐ ? ǁŚĞŶ ĚŝƐĐƵƐƐŝŶŐ ƚŚĞ
fact that she would like to travel abroad, but that this is not possible due to the 
ongoing consequences of treatment her husband experiences. This led me to 
ĐŽŶƐŝĚĞƌ ƚŚĂƚ  ‘ƐŝŐŶŝĨŝĐĂŶƚ ŽƚŚĞƌƐ ? ĂƌĞĂůƐŽŽŶƚŚĞŵĂƌŐŝŶƐŽƌ  ‘ŝŶ ůŝŵďŽ ? ? / ŝĚĞŶƚŝĨŝ Ě
one study in the cancer literature that explored the ambiguity and uncertainty felt 
by the male partners of women treated for breast cancer (Harrow et al. 2008). The 
study fŽƵŶĚƚŚĂƚŵĞŶ ?ƐĞǆƉĞƌŝĞŶĐĞǁĂƐĐŚĂƌĂĐƚĞƌŝƐĞĚďǇĂƐĞŶƐĞŽĨĂŵďŝŐƵŝƚǇĂŶĚ
uncertainty in terms of their role, their relationship with their partner and their 
ability to move on from breast cancer. Future studies might feature joint interviews 
with those diaŐŶŽƐĞĚĂŶĚ ‘ƐŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌƐ ?ƚŽĞǆƉůŽƌĞƚŚĞŝƌĞǆƉĞƌŝ ŶĐĞƐƚŽŐĞƚŚĞƌ ? 
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Concluding remarks: contribution to the evidence base 
 
This study has presented a narrative understanding of the experience of long-term 
ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐŚŝƉ ? ĐŽŵƉůŝŵĞŶƚŝŶŐ ƚŚĞ  ‘ĚŝƐƚƌĞƐƐ ? ĨŽĐƵƐ ŽĨ ŵƵĐŚ ƉƐǇĐŚŽ-oncology 
research. Adopting a holistic approach and positioning the study within the three-
dimensional narrative inquiry space provided a novel methodological approach to 
exploring the illness experience. Fundamentally, the study emphasises the 
ŝŵƉŽƌƚĂŶĐĞŽĨƉŽƐŝƚŝŽŶŝŶŐĐĂŶĐĞƌǁŝƚŚŝŶƚŚĞĐŽŶƚĞǆƚŽĨƉĂƌƚŝĐŝƉĂŶƚƐ ?ĚĂŝůǇůŝǀĞƐĂŶĚ
the life course. Exploring the dynamic interplay between intrapersonal, 
interpersonal and societal factors has provided an enhanced understanding of the 
experience of long-term survivorship.  
 
Ǉ ĚĞĨŝŶŝŶŐ  ‘ůŽŶŐ-ƚĞƌŵ ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐ ? ĂƐ ŝŶĚŝǀŝĚƵĂůƐ ǁŚŽ ĂƌĞ Ăƚ ůĞĂƐƚ ĨŝǀĞ ǇĞĂƌƐ
post-treatment and conducting a study that focused specifically on this population, I 
have provided a degree of definitional clarity that is not always evident in 
survivorship research. The study also adds to the discussion regarding the term 
 ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌƐŚŝƉ ? ĂŶĚ ĂĚŽƉƚŝŽŶ ŽĨ ƚŚĞ  ‘ĐĂŶĐĞƌ ƐƵƌǀŝǀŽƌ ? ŝĚĞŶƚŝƚǇ ? /ƚ ƚŚĞƌĞĨŽƌĞ
ŵĂŬĞƐĂŶ ŝŵƉŽƌƚĂŶƚĐŽŶƚƌŝďƵƚŝŽŶƚŽƚŚĞĚĞďĂƚĞŽŶ  ‘ƐƵƌǀŝǀŽƌƐŚŝƉ ?ƌŚĞƚŽƌŝĐĂĚŽƉƚĞĚ
in the UK, in particular, questioning how we refer to, and define, the population of 
people affected by cancer.   
 
This study is one of only a small number of UK-based studies on the subjective 
cancer experience, and only one of two specifically on those five years or more 
post-diagnosis/treatment. With so little UK-based research on the experience of 
long-term survivorship, this study has laid the foundations for further exploration of 
the illness experience in this population. Some of the findings support the 
predominantly US-based research on survivorship. However, the study adds to the 
evidence base by highlighting the need to consider the variable extent of post-
traumatic transformation experienced by those living long-term after a cancer 
diagnosis and the subsequent need to explore both positive and negative facets of 
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the cancer experience if we are to fully understand the experience of long-term 
cancer survivorship. I have also highlighted that a sense of lingering uncertainty 
persists into long-term survivorship, and that it manifests itself in different ways 
and to different extents from individual to individual. However, the main 
manifestation continues to be fear of recurrence. This finding is supported by 
recent research by the Department of Health in England that found 43% of 
respondents reported a fear of recurrence at five years post-diagnosis (Department-
of-Health 2012). 
 
Whilst previous research has highlighted some of the trigŐĞƌƐ Žƌ  ‘ƌĞĂůŝƚǇ ĐŚĞĐŬƐ ? 
ĞǆƉĞƌŝĞŶĐĞĚďǇƉĂƌƚŝĐŝƉĂŶƚƐ ?ƚŚŝƐƐƚƵĚǇƌĞƉŽƌƚƐƚŚĂƚƚŚĞƐĞ ‘ƌĞĂůŝƚǇĐŚĞĐŬƐ ? cause the 
ƉůĂĐĞŽĨĐĂŶĐĞƌƚŽĨůƵĐƚƵĂƚĞďĞƚǁĞĞŶƚŚĞďĂĐŬŐƌŽƵŶĚĂŶĚĨŽƌĞŐƌŽƵŶĚŽĨŝŶĚŝǀŝĚƵĂůƐ ?
lives. I also found that it is not just cancer-related events that cause this fluctuation, 
but life events as well. As such, I stress the importance of wider personal and social 
context when considering when and why the place of cancer fluctuates in 
ŝŶĚŝǀŝĚƵĂůƐ ? ůŝǀĞƐ ? / ĚĞǀĞůŽƉĞĚ Ă ƚǇƉŽůŽŐǇ ŽĨ ƚŚĞ ƉůĂĐĞ ŽĨ ĐĂŶĐĞƌ ŝŶ long-term 
ƐƵƌǀŝǀŽƌƐŚŝƉ ? ĚĞƐĐƌŝďŝŶŐ ŚŽǁ ĐĂŶĐĞƌ ŝƐ ŝŶ ƚŚĞ  ‘ƉĂƐƚ ? ? ‘ƉĂƐƚ-ƉƌĞƐĞŶƚ ? Žƌ  ‘ƉƌĞƐĞŶƚ-
ĨƵƚƵƌĞ ? ?/ŚŝŐŚůŝŐŚƚĞĚƚŚĂƚƚŚĞƉůĂĐĞŽĨĐĂŶĐĞƌŝƐŶŽƚƐƚĂƚŝĐ ?ďƵƚĨƌĂŐŝůĞĂŶĚĚǇŶĂŵŝĐ ?
oscillating between the past, present and future as a result of the lingering 
ƵŶĐĞƌƚĂŝŶƚǇĂŶĚ ‘ƌĞĂůŝƚǇĐŚĞĐŬƐ ? experienced by participants in this study. Whilst the 
typology resonates with Miller et al. ?Ɛ  ? ? ? ? ? ?ŵŽĚĞůŽĨƐƵƌǀŝǀŽƌƐŚŝƉ ? /ĂƌŐƵĞƚŚĂƚĂ
ŶĞǁ ĐĂƚĞŐŽƌǇ ŝƐ ƌĞƋƵŝƌĞĚ ? ǁŚŝĐŚ ĂĐĐŽƵŶƚƐ ĨŽƌ ƚŚŽƐĞ ǁŚŽ ĂƌĞ ĞĨĨĞĐƚŝǀĞůǇ  ‘ĚŝƐĞĂƐĞ-
frĞĞ ?ďƵƚ ůŝǀĞǁŝƚŚĂŶŽŶŐŽŝŶŐ ƐĞŶƐĞ ƚŚĂƚ ĐĂŶĐĞƌ ŝƐ Ɛƚŝůů within ƚŚĞŵ  ?ƚŚĞ  ‘ƉƌĞƐĞŶƚ-
ĨƵƚƵƌĞ ?ŐƌŽƵƉ ? ? 
 
The study also makes a theoretical contribution through an exploration of the 
applicability of liminality as a framework for understanding experiences of long-
term cancer survivorship. Research on liminality and the experience of those 
specifically five years or more post-treatment had not previously been undertaken. 
Whilst the theory shows utility, suggestions for theory development have been 
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presented. This ǁŝůů ŚŽƉĞĨƵůůǇĞŶŚĂŶĐĞ ƉŽůŝĐǇŵĂŬĞƌƐ ? ? ƌĞƐĞĂƌĐŚĞƌƐ ? ĂŶĚŚĞĂůƚŚĐĂƌĞ
ƉƌŽĨĞƐƐŝŽŶĂůƐ ?ƵŶĚĞƌƐƚĂŶĚŝŶŐŽĨƚŚŝƐƉŚĂƐĞŽĨƚŚĞƐƵƌǀŝǀŽƌƐŚŝƉƚƌĂũĞĐƚŽƌǇ ?ĂƐǁĞůůĂƐ
ďĞŝŶŐĂŶ ‘ŝŶƚĞůůĞĐƚƵĂůŐĂŝŶ ?ĨŽƌƋƵĂůŝƚĂƚŝǀĞŚĞĂůƚŚƌĞƐĞĂƌĐŚŵŽƌĞďƌŽĂĚůǇ ? 
 
Final thoughts 
 
Stories, by ƚŚĞŝƌ ǀĞƌǇ ŶĂƚƵƌĞ ? ĂƌĞ ƵŶĨŝŶŝƐŚĞĚ ? Ɛ ƐƵĐŚ ? / Ăŵ ůĞĨƚ ǁŽŶĚĞƌŝŶŐ  “ǁŚĂƚ
ŚĂƉƉĞŶĞĚ ŶĞǆƚ ? ? ƚŽ ƚŚŽƐĞ ǁŚŽ ƉĂƌƚŝĐŝƉĂƚĞĚ ŝŶ ƚŚĞ ƐƚƵĚǇ ? / ŚŽƉĞ ƚŚĞǇ ŐĂŝŶĞĚ ĂƐ
much from the experience as I did and that I have been able to do justice to their 
accounts. Through this and future studies, I hope we can begin to influence policy 
and practice to improve the lives of those living long-term after a cancer diagnosis. 
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Appendix 2: Letter to Ethics Committee requesting change to research protocol 
 
9
th
 August 2010 
 
Dear Professor Spiller 
 
Ethics Reference No: D/06/2010 
The experience of long-term cancer survivorship: a multiple case study 
 
I am writing to request a change to the protocol for the above approved study. 
 
The ethics application states that the study location is South West London 
(specifically, the boroughs of Richmond, Kingston, Hounslow and Wandsworth) (p3). 
The information and recruitment materials also highlight that participants should 
live in one of the 4 boroughs. These boroughs were chosen because their levels of 
deprivation vary (socioeconomic status is a variable of interest in the study), but 
also for practical reasons (the researcher lives in SW London).  
 
However, having sent out recruitment materials, it is evident that basing the study 
in just these boroughs may prove restrictive. Participants that meet all but the 
domicile criterion have registered their interest. They tend to live in other parts of 
London or the home-counties (e.g. Bucks).  
 
Therefore, we propose that the focus of recruitment continues to be SW London, 
approaching cancer support/community groups in the four boroughs of interest. 
However, if potential participants approach us from outside these boroughs, they 
will be considered for inclusion in the study. A decision as to whether they can be 
included will be based, in part, on whether a suitable interview location can be 
found that is within a reasonable travel distance for the participant and researcher, 
but also whether the sample includes those of varying socioeconomic status.  
 
As a result of this proposed change, the information and advertising materials will 
need a minor modification. The inclusion criteria will state that participants: Ideally 
live in the South West London boroughs of Hounslow, Richmond, Wandsworth or 
Kingston. 
 
If you require any further information regarding the proposed change, please do 
not hesitate to contact me. 
 
I look forward to hear the outcome of our proposed change in due course. 
 
Yours sincerely 
 
Emma Blows 
PhD Researcher; ntxeb5@nottingham.ac.uk 
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Appendix 4: Recruitment diagram 
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Appendix 5: Recruitment Flyer 
 
 
 
Research study on the experience of long-term cancer survivorship 
 
The School of Nursing, Midwifery and Physiotherapy at the University of 
Nottingham and Macmillan Cancer Support are looking to interview 20 cancer 
survivors to explore their experience of living some time after diagnosis and 
treatment. 
 
Participants will be asked to take part in up to 2 interviews, each lasting 
around 2 hours, exploring questions such as:  
 
x What does cancer mean to you now? 
x What impact has cancer had on you and your relationships? 
x What do you do to manage day-to-day living with cancer? 
 
To take part, participants must meet the following criteria: 
 
x Adults over the age of 23 
x Diagnosed with breast, prostate, bowel, gynaecological, testicular, 
ďůĂĚĚĞƌĐĂŶĐĞƌŽƌ,ŽĚŐŬŝŶ ?Ɛ>ǇŵƉŚŽŵĂ 
x Completed hospital-based treatment (surgery, chemotherapy and/or 
radiotherapy) at least 5 years ago 
x Free from cancer (the cancer has not come back, you have not been 
diagnosed with a second cancer and the cancer has not spread to 
another part of the body) 
x Live in the London boroughs of Hounslow, Richmond, Wandsworth or 
Kingston 
x Able to communicate in English 
 
For further information, please contact: 
 
Emma Blows, PhD Researcher 
Tel: 07921859135 
Email: ntxeb5@nottingham.ac.uk 
 
 
This study is funded by the Economic and Social Research Council and Macmillan 
Cancer Support and has been approved by the University of Nottingham Medical 
School Ethics Committee. 
 
  393 
Appendix 6: Letter to interested participants 
 
 
 
 
 
Date 
 
Dear xxxx 
The experience of long-term cancer survivorship: a multiple-case study 
 
Thank you for your interest in taking part in a study exploring experiences of 
cancer survivorship. 
 
Please find enclosed further information on what the study is about, and what 
taking part would involve. 
 
I have also enclosed a consent form. If, once you have read the information 
sheet, you think that you would like to take part, please sign the consent form 
and send it back to me, either by post or email (details below).  
 
It will only be possible to interview a maximum of 20 people so I cannot 
guarantee that everyone who is interested in taking part in the study will be 
able to. Once I have received your form, I will contact you to let you know 
whether or not we can go ahead with an interview. 
 
In the meantime, if you have any further questions about the study, please do 
not hesitate to contact me. 
 
Thank you again for your interest in the study. 
 
Yours sincerely 
 
 
 
Emma Blows 
PhD Researcher 
 
Tel: 07921859135 
Email: ntxeb5@nottingham.ac.uk 
  394 
Appendix 7: Example Decline Letter 
 
 
 
 
 
 
The experience of long-term cancer survivorship: a multiple-case study 
 
 
DATE 
 
Dear xxxx 
 
Thank you for returning the consent form for our study exploring experiences 
of cancer survivorship. 
 
Unfortunately, I am unable to invite you take part in the study. As I can only 
interview 20 people, it has not been possible to invite everyone interested in 
the study to take part. 
 
If you have any queries regarding this letter/email, or the study more 
generally, please do not hesitate to contact me. 
 
Thank you again for your interest in the study. 
 
With best wishes 
 
 
 
Emma Blows 
PhD Researcher 
 
Tel: 07921859135 
 
Email: ntxeb5@nottingham.ac.uk 
  395 
Appendix 8: Information Sheet (survivors) 
 
The experience of long-term cancer survivorship: a multiple-case study 
 
Name of Investigators:   
 
Emma Blows, PhD Researcher 
Professor Karen Cox (Supervisor) 
Professor Jane Seymour (Supervisor) 
 
,ĞĂůƚŚǇsŽůƵŶƚĞĞƌ ?Ɛ/ŶĨŽƌŵĂƚŝŽŶ^ŚĞĞƚ 
 
Thank you for registering your interest in taking part in a research study 
exploring the experience of being a long-term cancer survivor. Before you 
decide whether to take part it is important for you to understand why the 
research is being done and what it will involve.  Please take time to read the 
following information carefully and discuss it with friends and relatives if you 
wish to. Ask us if there is anything that is not clear or if you would like more 
information. Take the time to decide whether you wish to take part or not.   
If you decide to take part, you will be given a copy of this information sheet 
and a signed consent form to keep. 
Background 
 
With more people surviving a diagnosis of cancer, it is important to 
understand what life is like for those living with cancer and its effects.  
 
This study aims to explore the experiences of people diagnosed with, and 
treated for, cancer some time ago. For this study, this means people who 
finished hospital-based treatment (surgery, radiotherapy and/or 
chemotherapy) over five years ago.  
 
We would like to hold interviews with cancer survivors and those close to 
them (selected by cancer survivors themselves), to explore questions such as:  
 
x What does cancer mean to you now? 
x What impact has cancer had on you and your relationships? 
x What do you do to manage day-to-day living with cancer?  
 
The interviews will be developed into case studies, which will outline the 
experiences described by participants. The findings will then be used to make 
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recommendations for cancer services and policy developments aimed at 
improving the quality of life for cancer survivors and those close to them.  
 
Preliminary work on the study began in 2009. Data collection will take place 
between September 2010 and September 2011. Findings and a final report 
will be available in Autumn 2012.  
What does the study involve? 
 
You will be involved in the research over a period of approximately 3-4 weeks. 
You will be asked to take part in up to 2 interviews, the first lasting up to 2 
hours, and the second, a follow-up interview, about 3 weeks later, which 
could also last up to 2 hours. The second interview is optional but it would 
give us the opportunity to explore further some of your responses from the 
first interview. It will also help us check anything we are unclear of. The 
interviews are likely to take place in a private room somewhere in the local 
community (such as a community centre, library, etc.). However, if this is not 
appropriate, an alternative location can be arranged.  
 
You will be asked to describe your experience of living some time after 
diagnosis and treatment for cancer. This will probably include talking, in your 
own words, about what cancer means to someone diagnosed some time ago, 
what impact cancer has had on you and your relationships, and things you 
might do to manage daily living with cancer.  
 
The focus will be on you to tell your story in your own words. The researcher 
will start you off with quite a broad question such as: tell me about your 
experience of living some time after a cancer diagnosis? After that, it will be 
up to you what you talk about with regard to your experiences. The 
researcher may probe for further details at certain points, but the majority of 
the talking will be done by you. This type of interview is known as a narrative 
interview as the focus is on you to tell your story in your own words and in 
your own way.  
 
In addition, with your consent, we would like to talk to someone close to you 
(such as a partner, relative, or friend) who has helped/supported you during 
your cancer experience. At the end of the first interview, we would like you to 
suggest a person for us to interview once, face-to-face for up to 2 hours. We 
would discuss with them what impact they feel cancer has had on you, and 
your relationship with them. 
 
If you are able to suggest someone close to you to take part in an interview, 
we will give you a nomination form at the end of first interview. Please discuss 
this with the person you plan to nominate before you put their name forward. 
We will then contact them separately to see whether they would like to take 
part in the study.  
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If you do not want us to interview someone close to you, that is fine. It will 
not impact on whether you can take part in the study. 
Why have you received this information? 
 
You have received this information sheet after contacting us to register your 
interest in taking part in the study. You may have heard about it from a 
community/support group or voluntary organisation, or from someone else 
who has taken part.  
 
There are certain criteria that you will need to meet to be able to take part in 
the study: 
 
x An adult over the age of 23 
x Have been diagnosed with breast, prostate, bowel, gynaecological, 
ƚĞƐƚŝĐƵůĂƌ ?ďůĂĚĚĞƌĐĂŶĐĞƌŽƌ,ŽĚŐŬŝŶ ?Ɛ>ǇŵƉŚŽŵĂ 
x Completed hospital-based treatment (surgery, chemotherapy and/or 
radiotherapy) at least 5 years ago 
x Free from cancer i.e. your cancer has not come back, you have not 
been diagnosed with a second cancer and the cancer has not spread to 
another part of the body 
x Ideally live in the South West London boroughs of Hounslow, 
Richmond, Wandsworth or Kingston 
x Able to communicate in English 
 
As it is only possible to interview up to 20 people (and those close to them), 
not everyone interested in taking part in the study will be interviewed. If it is 
not possible to interview you, you will receive a letter informing you as such. 
If it is possible, we will contact you by telephone or email to arrange a date 
and time for the first interview.  
 
Do you have to take part? 
 
It is up to you to decide whether or not to take part. If you do decide to take 
part you will be given this information sheet to keep and be asked to sign a 
consent form.  If you decide to take part you are still free to withdraw at any 
time and without giving a reason. 
 
What do I have to do? 
 
You will be invited to take part in up to two interviews where we will explore 
your experience of living for some time after a cancer diagnosis. The first 
interview is likely to take up to 2 hours. The follow-up interview is likely to be 
of a similar length and will be used to clarify any points that were unclear in 
the first interview and give you the opportunity to provide any further details 
about your experience. Please note that interview times may vary from 
interview to interview. 
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The interviews will be conducted face-to-face with Emma Blows, who is a PhD 
Researcher with 4 years experience conducting research with people affected 
by cancer.  
 
What are the possible disadvantages and risks of taking part? 
 
Talking about your cancer experience may be quite emotional and upsetting 
at times. If you feel yourself becoming upset in the interview, you will be able 
to stop at any time and start again when you feel ready. If it continues to be 
too upsetting, you can withdraw for the study at any time, with no need for 
an explanation.  
 
Details on local information and support services for people affected by 
ĐĂŶĐĞƌǁŝůůďĞĂǀĂŝůĂďůĞ ?ŝŶĐůƵĚŝŶŐDĂĐŵŝůůĂŶĂŶĐĞƌ^ƵƉƉŽƌƚ ?ƐŚĞůƉůŝŶĞ P ? ? ? ?
808 0000. If necessary, we may suggest you contact your GP for further 
advice. 
 
What if something goes wrong/who can I complain to? 
 
In case you have a complaint on your treatment by a member of staff or 
anything to do with the study, you can initially approach the lead investigator: 
 
Professor Karen Cox, Professor of Cancer & Palliative Care, Pro Vice 
Chancellor, Human Resources, Access & Community, A5 Trent Building, 
University Park, Nottingham, NG7 2RD. Telephone 0115 8232480. Email 
karen.cox@nottingham.ac.uk 
 
If this achieves no satisfactory outcome, you should then contact the Ethics 
Committee Secretary: Mrs Louise Sabir, Division of Therapeutics and 
DŽůĞĐƵůĂƌ DĞĚŝĐŝŶĞ ?  &ůŽŽƌ ? ^ŽƵƚŚ ůŽĐŬ ? YƵĞĞŶ ?Ɛ DĞĚŝĐĂů ĞŶƚƌĞ ?
Nottingham, NG7 2UH.  Telephone 0115 8231063.  E-mail 
louise.sabir@nottingham.ac.uk 
 
Will my taking part in this study be kept confidential? 
 
In accordance with the current Data Protection Act, all information which is 
collected about you during the course of the research will be kept on a 
password protected computer and is strictly confidential.  Any information 
about you which leaves the research unit will have your name and address 
removed so that you cannot be recognised from it.  Any quotes used in 
reports, conference presentations or publications will be anonymised and 
cannot be traced to you. 
 
What will happen to the results of the research study? 
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dŚĞƌĞƐƵůƚƐĨƌŽŵƚŚĞƐƚƵĚǇǁŝůůŐŽƚŽǁĂƌĚƐŵŵĂůŽǁƐ ?ƐWŚƚŚĞƐŝƐ ? Papers 
will also be written for publication in journals and presentations made at 
conferences, based on the findings from this research. You will not be 
identified in any report or publication. All quotes will be anonymised.  
 
Recommendations from the stuĚǇ ǁŝůů ŝŶĨŽƌŵ DĂĐŵŝůůĂŶ ĂŶĐĞƌ ^ƵƉƉŽƌƚ ?Ɛ
service and policy developments.  
 
The thesis is due to be submitted in Autumn 2012. If you would like a copy of 
the research findings, please indicate your wish to do so during the interview. 
Who is organising and funding the research? 
 
The study is funded by an Economic and Social Research Council (ESRC) CASE 
studentship. The ESRC is a government-funded research council. What this 
means is that the ESRC has provided funds for the University of Nottingham to 
undertake this research. Funds are also provided by Macmillan Cancer 
Support, a UK voluntary organisation providing support and campaigning for 
improved care for people affected by cancer. Macmillan Cancer Support is 
working with University of Nottingham researchers on this study. 
Who has reviewed the study? 
 
This study has been reviewed and approved by the University of Nottingham 
Medical School Ethics Committee. 
Contact for further information 
 
Emma Blows, PhD Researcher 
Email: ntxeb5@nottingham.ac.uk 
Tel: 07921859135 
Address:  
B49, South Block Link 
YƵĞĞŶ ?ƐDĞĚŝĐĂůĞŶƚƌĞ 
Nottingham, NG7 2HA 
 
Thank you for your interest in taking part in the study. 
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Appendix 9: Information Sheet (significant others) 
 
 
The experience of long-term cancer survivorship: a multiple-case study 
 
Name of Investigators:   
 
Emma Blows, PhD Researcher 
Professor Karen Cox (Supervisor) 
Professor Jane Seymour (Supervisor) 
  ,ĞĂůƚŚǇsŽůƵŶƚĞĞƌ ?Ɛ/ŶĨŽƌŵĂƚŝŽŶ^ŚĞĞƚ 
 
Thank you for registering your interest in taking part in a research study 
exploring the experience of long-term cancer survivorship. Before you decide 
whether to take part it is important for you to understand why the research is 
being done and what it will involve.  Please take time to read the following 
information carefully and discuss it with friends and relatives if you wish to. 
Ask us if there is anything that is not clear or if you would like more 
information. Take the time to decide whether you wish to take part or not.   
If you decide to take part, you will be given a copy of this information sheet 
and a signed consent form to keep. 
Background 
 
With more people surviving a diagnosis of cancer, it is important to 
understand what life is like for those living with cancer and its effects.  
 
This study aims to explore the experiences of people diagnosed with, and 
treated for, cancer some time ago. For this study, this means people who 
finished hospital-based treatment (surgery, radiotherapy and/or 
chemotherapy) at least 5 years ago.  
 
We would like to hold interviews with cancer survivors and those close to 
them (selected by cancer survivors themselves), to explore questions such as:  
 
x What does cancer mean to survivors now? 
x What impact has cancer had on the cancer survivor and their 
relationships? 
x What survivors and those close to them do to manage day-to-day 
living with cancer?  
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The interviews will be developed into case studies, which will outline the 
experiences described by participants. The findings will then be used to make 
recommendations for cancer services and policy developments aimed at 
improving the quality of life for cancer survivors and those close to them.  
 
Work on the study began in 2009. Data collection will take place between 
September 2010 and September 2011. Findings and a final report will be 
available in Autumn 2012.  
What does the study involve? 
 
You will be asked to take part in 1 face-to-face interview, lasting up to 2 
hours. Ideally, you will be interviewed separately to the person previously 
diagnosed with cancer. The interview is likely to take place in a private room 
somewhere in the local community (such as a community centre, library, etc.). 
However, if this is not appropriate, an alternative location can be arranged.  
 
You will be asked to describe your experience of supporting a cancer survivor. 
dŚŝƐǁŝůůƉƌŽďĂďůǇŝŶĐůƵĚĞƚĂůŬŝŶŐ ?ŝŶǇŽƵƌŽǁŶǁŽƌĚƐ ?ĂďŽƵƚy ?ƐĞǆƉĞƌŝĞŶĐĞŽĨ
being a cancer survivor and the impact cancer has had on your lives. The focus 
will be on you to tell your story in your own words. The researcher will start 
off with quite a broad question such as: can you tell me about what effect you 
think cancer has had on X and your relationship with them? After that, it will 
be up to you what you talk about with regard to your experiences. The 
researcher may probe for further details at certain points, but the majority of 
the talking will be done by you. This type of interview is known as a narrative 
interview as the focus is on you to tell your story in your own words and in 
your own way.  
Why have you been chosen? 
 
You have received this information sheet as a result of being nominated by X. 
X felt you would be a good person to speak to about their experience of 
cancer, and the impact it has had on your relationship with them.  
 
There are certain criteria that you have to meet to be able to take part in the 
study: 
 
x An adult over the age of 23 
x Able to communicate in English 
x Ideally, live in the South West London boroughs of Hounslow, 
Richmond, Wandsworth or Kingston, although if you live outside 
London a telephone interview may be possible  
 
Do you have to take part? 
 
It is up to you whether or not to take part.  If you do decide to take part you 
will be given this information sheet to keep and asked to sign a consent form.  
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If you decide to take part you are still free to withdraw at any time and 
without giving a reason. 
 
What do I have to do? 
 
You will be invited to take part in a one-to-one interview where we will 
explore your experience of supporting some diagnosed with cancer. The 
interview is likely to take up to 2 hours. However, please note times may vary 
from interview to interview. 
 
The interview will normally be conducted face-to-face with Emma Blows, who 
is a PhD Researcher with 4 years experience conducting research with people 
affected by cancer.  
 
What are the possible disadvantages and risks of taking part? 
 
Talking about the cancer experience of someone close to you, and the impact 
it has had on them and your relationship, may be quite emotional and 
upsetting at times. If you feel yourself becoming upset in the interview, you 
will be able to stop at any time and start again when you feel ready. If it 
continues to be too upsetting, you may withdraw for the study at any time, 
with no need for an explanation.  
 
Details on local information and support services for people affected by 
ĐĂŶĐĞƌǁŝůůďĞĂǀĂŝůĂďůĞ ?ŝŶĐůƵĚŝŶŐDĂĐŵŝůůĂŶĂŶĐĞƌ^ƵƉƉŽƌƚ ?ƐŚĞůƉůŝŶĞ P ? ? ? ?
808 0000. If necessary, we may suggest you contact your GP for further 
advice. 
 
What if something goes wrong/who can I complain to? 
 
In case you have a complaint on your treatment by a member of staff or 
anything to do with the study, you can initially approach the lead investigator: 
 
Professor Karen Cox, Professor of Cancer & Palliative Care, Pro Vice 
Chancellor, Human Resources, Access & Community, A5 Trent Building, 
University Park, Nottingham, NG7 2RD. Telephone 0115 8232480. Email 
karen.cox@nottingham.ac.uk 
 
If this achieves no satisfactory outcome, you should then contact the Ethics 
Committee Secretary: Mrs Louise Sabir, Division of Therapeutics and 
DŽůĞĐƵůĂƌ DĞĚŝĐŝŶĞ ?  &ůŽŽƌ ? ^ŽƵƚŚ ůŽĐŬ ? YƵĞĞŶ ?Ɛ DĞĚŝĐĂů ĞŶƚƌĞ ?
Nottingham, NG7 2UH.  Telephone 0115 8231063.  E-mail 
louise.sabir@nottingham.ac.uk 
 
Will my taking part in this study be kept confidential? 
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In accordance with the current Data protection Act, all information which is 
collected about you during the course of the research will be kept on a 
password protected computer and is strictly confidential.  Any information 
about you which leaves the research unit will have your name and address 
removed so that you cannot be recognised from it.  Any quotes used in 
reports, conference presentations or publications will be anonymised and 
cannot be traced to you. 
 
What will happen to the results of the research study? 
 
dŚĞƌĞƐƵůƚƐĨƌŽŵƚŚĞƐƚƵĚǇǁŝůůŐŽƚŽǁĂƌĚƐŵŵĂůŽǁƐ ?WŚ ?WĂƉĞƌƐǁŝůůĂůƐŽ
be written for publication in journals and presentations made at conferences, 
based on the findings from this research. You will not be identified in any 
report or publication. All quotes will be anonymised.  
 
Recommendations from the study will inform Macmillan Cancer Suppoƌƚ ?Ɛ
service and policy developments.  
 
The thesis is due to be submitted in Autumn 2012. If you would like a copy of 
the research findings, please indicate your wish to do so at the end of the 
interview. 
Who is organising and funding the research? 
 
The study is funded by an Economic and Social Research Council (ESRC) CASE 
grant. The ESRC is a government-funded research body. What this means is 
that the ESRC has provided funds for the University of Nottingham to 
undertake this research. Funds are also provided by Macmillan Cancer 
Support, a UK voluntary organisation providing support and campaigning for 
improved care for people affected by cancer. Macmillan Cancer Support is 
working with University of Nottingham researchers on this study.  
Who has reviewed the study? 
 
This study has been reviewed and approved by the University of Nottingham 
Medical School Ethics Committee. 
Contact for further information 
 
Emma Blows, PhD Researcher 
Email: ntxeb5@nottingham.ac.uk 
Tel: 07921859135 
Address:  
B49, South Block Link 
YƵĞĞŶ ?ƐDĞĚŝĐĂůĞŶƚƌĞ 
Nottingham, NG7 2HA 
 
Thank you for your interest in taking part in the study. 
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Appendix 10: Initial Screening Crib Sheet 
 
School of Nursing, Midwifery and Physiotherapy, Division of Nursing 
 
Experience of long-term cancer survivorship 
Screening crib sheet 
 
 
Participant ID:  
Name:  
Address:  
Postcode:      [EB  W in catchment? Y/N] 
       [EB  W SES? High/Low] 
Telephone number:  
Email: 
Gender:       Male Female 
Age:       [EB  W over 23? Y/N] 
Type of cancer:     [EB  W Y/N] 
Diagnosed (month/year): 
Finished hospital-based treatment (month/year):  [EB - A? ?ǇĞĂƌƐ ?z ?E ? 
Disease free?       [EB = Y/N] 
 
Do they meet inclusion criteria?     YES NO  
 
How did they hear about the study?   Cancer support grp/org 
       Community grp (specify) 
       Friend/relative 
       Other (specify) 
       
How do they prefer to be contacted?   Telephone  
Post 
Email   
Additional information 
 
 
 
Told them about information sheet, consent form and nomination? YES NO 
Told them that not everyone interested will be able to take part?   YES NO 
Send information sheet and consent form?      YES NO 
Date: 
 
Declined?       EB Participant 
 
(This information kept separate from data collected during interviews, etc.) 
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Appendix 11: Consent form 
 
 
The experience of long-term cancer survivorship 
 
Investigators: Emma Blows; Professor Karen Cox; Professor Jane Seymour 
  ,ĞĂůƚŚǇsŽůƵŶƚĞĞƌ ?ƐŽŶƐĞŶƚ&Žƌŵ 
 
Please read this form and sign it once the above named, or their designated representative, 
has explained fully the aims and procedures of the study to you. 
 
x I voluntarily agree to take part in this study. 
 
x I confirm that I have been given a full explanation by the above named and that I have 
read and understand the information sheet given to me which is attached. 
 
x I have been given the opportunity to ask questions and discuss the study with one of the 
above investigators on all aspects of the study and have understood the advice and 
information given as a result. 
 
x I agree to the above investigators contacting my general practitioner to make known my 
participation in the study where relevant. 
 
x I agree to comply with the reasonable instructions of the supervising investigator and will 
notify her immediately of any unexpected unusual symptoms or deterioration of health. 
 
x I authorise the investigators to disclose the results of my participation in the study but 
not my name. 
 
x I understand that information about me audio recorded during the study will be kept in a 
secure database.  If data is transferred to others it will be made anonymous.  Data will be 
kept for 7 years after the results of this study have been published. 
 
x I understand that I can ask for further instructions or explanations at any time. 
 
x I understand that I am free to withdraw from the study at any time, without having to 
give a reason for withdrawing. 
 
x I confirm that I have disclosed relevant medical information before the study. 
 
 
Name: Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q ? 
 
Address: Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q 
 
Telephone number P Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q ? 
 
Signature: Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q
 
Date: Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q 
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To be filled in by the researcher: 
 
 
I confirm that I have fully explained the purpose of the study and what is involved to: 
 
 Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q ? ? ? ?
 
I have given the above named a copy of this form together with the information sheet. 
 
/ŶǀĞƐƚŝŐĂƚŽƌ ?Ɛ^ŝŐŶĂƚƵƌĞ P Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q ? ? ? ? ? ? ? ? 
 
/ŶǀĞƐƚŝŐĂƚŽƌ ?ƐEĂŵĞ P Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q ? ? ? ? 
 
Date P Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q 
 
Participant ID P Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q Q 
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ƉƉĞŶĚŝǆ ? ? P ‘^ŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ?EŽŵŝŶĂƚŝŽŶ
Letter and Form 
 
School of Nursing, Midwifery and Physiotherapy, Division of Nursing 
 
Experience of long-term cancer survivorship 
Nomination Form 
 
It is often the case that cancer does not affect the person diagnosed alone, 
but impacts on family, friends, colleagues, etc. To fully explore experiences of 
cancer survivorship, we would like to interview someone who has supported 
you during your cancer experience. If possible, we would like you to suggest 
someone close to you (e.g. partner, relative, friend, etc.) who might be willing 
to take part in an interview to discuss how they feel cancer has affected you 
and your relationship with them. 
 
If you would like to nominate someone, please discuss it with them first and 
then fill in their details below. I will then contact your nominated person to 
discuss the study further. 
 
/ĨǇŽƵǁŽƵůĚƉƌĞĨĞƌŶŽƚƚŽŶŽŵŝŶĂƚĞƐŽŵĞďŽĚǇ ?ƚŚĂƚ ?ƐĂďƐŽůƵƚĞůǇĨŝŶĞ ? 
 
If you have any questions or concerns about this part of the study, please do 
not hesitate to contact me. Further details can also be found on the 
information sheet. 
 
Thank you very much. 
 
 
 
Emma Blows 
PhD Researcher 
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Nomination Form: Interview with someone close to you 
 
Your name: _________________________________ 
 
Would you be willing for us to interview someone close to you who has 
supported you through your cancer experience?  
 
Yes No 
 
If yes, please give details of the person you would like us to contact             
(NB: please make sure you have discussed the study with this person before 
you put their name forward) 
 
Name: _____________________________________ 
 
Relationship to you: __________________________ 
 
Contact details: (telephone and/or email) 
_______________________________________________________________
_______________________________________________________________ 
          
Thank you for taking the time to fill in this form. 
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Appendix 13: Interview schedule (survivors) 
 
Narrative interview 
 
Introduction at the start of the narrative interview 
 
Ask a broad, open-ended question to start - allows you to share your 
experiences in their own way. However, there are some broad areas I want to 
cover, so I may prompt for further details. Flexible - some people feel 
comfortable talking about their experiences but others need a bit more 
prompting.  
 
Interested in: the meaning and place of cancer in your life now; and the 
impact it has had, and may continue to have, on you and your relationships. 
Not an exhaustive list so feel free to share your experiences as you wish.  
 
Interview could last up to 2 hours but how long it lasts is very much 
dependent on the individual so we will just see how it goes.  
 
Emotive topic - if at any point you want to pause the interview, please feel 
free to do so. Also if you continue to find it too distressing, we can stop the 
interview altogether and you can withdraw from the study without having to 
give a reason.  
 
ŶǇƋƵĞƐƚŝŽŶƐĂďŽƵƚĂŶǇƚŚŝŶŐǁĞ ?ǀĞĐŽǀĞƌĞĚƐŽĨĂƌ ?
 
Before we start, can you tell me a little bit about yourself? (Background not 
picked up in the initial telephone conversation).  
 
YƵĞƐƚŝŽŶƐƚŽ ‘ŝŶĚƵĐĞŶĂƌƌĂƚŝǀĞ ? 
 
Taking you back first of all, can you tell me about your experiences of 
diagnosis and treatment? You can start the story where you want. You are 
ĨƌĞĞƚŽƚĂůŬĂďŽƵƚŝƚŝŶǁŚĂƚĞǀĞƌǁĂǇǇŽƵĐŚŽŽƐĞ ?/ ?ůůŐŽďĂĐŬĂŶĚĂƐŬǇŽƵŵŽƌĞ
specific questions in the areas where I want to know more. 
 
Bringing you forward now, could you tell me about your experience of life 
post-ƚƌĞĂƚŵĞŶƚ ? / ?ŵ ŝŶƚĞƌĞƐƚĞĚ ŝŶǁŚĂƚ ůŝĨĞŚĂƐďĞĞŶ ůŝŬĞ ĨŽƌǇŽƵƐŝŶĐĞǇŽƵ
completed treatment and in particular what life is like for you now? 
 
 
 
 
 
 
 
 
  410 
Follow-up interview  W areas to probe 
 
FOCUS: Reflect on everyday life, how cancer is affecting them now, and why 
 
1. The meaning of cancer now (and whether it has changed over time)  
 
E.g. Have you spent time trying to figure out why cancer happened to you?  
 
2. How they perceive themselves, and how they feel others perceive 
them, as a result of cancer.  
 
 ?Ő ?tŚĂƚĚŽǇŽƵƚŚŝŶŬŽĨƚŚĞƚĞƌŵ ‘ĐĂŶĐĞƌƐƵƌǀŝǀŽƌ ? ?ŽǇŽƵƚŚŝŶŬŽĨǇŽƵƌƐĞůĨ
as such?  
 
3. The impact cancer has had on their life e.g. changing behaviour, 
goals, personal characteristics, philosophy 
4. The impact cancer has had on close relationships; responses of 
others to their cancer  
5. Strategies used to cope with/manage the cancer experience into 
their day-to-day lives 
 
E.g. How have you gotten through this experience? What has been helpful? 
What has not been helpful? What is helpful now? 
 
Indicate coming to the end - final questions: 
 
What place does cancer have in your life now? What does the future look 
like? 
 
At the end: How did it feel taking part? What motivated you to take part? 
 
Nomination form 
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Appendix 14: Interview schedule (significant others) 
 
Introduction at the start of the interview 
 
Ask a broad, open-ended question to start - allows you to share your 
experiences in their own way. However, there are some broad areas I want to 
cover, so I may prompt for further details. Flexible - some people feel 
comfortable talking about their experiences but others need a bit more 
prompting.  
 
Interested in: your experiences relating to the impact you feel cancer has had 
on X and your relationship with them. 
 
Interview could last up to 2 hours but how long it lasts is very much 
dependent on the individual so we will just see how it goes.  
 
Emotive topic - if at any point you want to pause the interview, please feel 
free to do so. Also if you continue to find it too distressing, we can stop the 
interview altogether and you can withdraw from the study without having to 
give a reason.  
 
ŶǇƋƵĞƐƚŝŽŶƐĂďŽƵƚĂŶǇƚŚŝŶŐǁĞ ?ǀĞĐŽǀĞƌĞĚƐŽĨĂƌ ?
 
Before we start, can I just take down a few more background details, just to 
help gain a better profile for the case study. 
 
 
YƵĞƐƚŝŽŶƐƚŽ ‘ŝŶĚƵĐĞŶĂƌƌĂƚŝǀĞ ? 
 
tŚĂƚ / ?ŵƌĞĂůůǇ ŝŶƚĞƌĞƐƚĞĚ ŝŶ ŝƐŚĞĂƌŝŶŐǇŽƵƌƉĞƌƐƉĞĐƚŝǀĞĂďŽƵƚ ƚŚĞ ŝŵƉĂĐƚ
ǇŽƵ ĨĞĞůy ?ƐĚŝĂŐŶŽƐŝƐŚĂƐŚĂĚŽŶƚŚĞŵĂŶĚĂůƐŽŽŶǇŽƵƌ ƌĞůĂƚŝŽŶƐŚŝƉǁŝƚŚ
ƚŚĞŵ ?ZĞĂůůǇŝƚ ?ƐĂŶŽƉƉŽƌƚƵŶŝƚǇĨŽƌǇŽƵƚŽƚĞůůŵĞ ?ŝŶǇŽƵƌŽǁŶǁŽƌĚƐĂŶĚ in 
ǇŽƵƌŽǁŶǁĂǇ ?ŚŽǁǇŽƵƚŚŝŶŬ ŝƚ ?ƐĂĨĨĞĐƚĞĚyĂŶĚǁŚĂƚƉůĂĐĞĐĂŶĐĞƌŚĂƐ ŝŶ
your lives today. 
 
^ŽƉĞƌŚĂƉƐŝĨǇŽƵĐŽƵůĚƐƚĂƌƚďǇƚĞůůŝŶŐŵĞĂďŝƚĂďŽƵƚǇŽƵƌĞǆƉĞƌŝĞŶĐĞƐŽĨy ?Ɛ
ĐĂŶĐĞƌĂŶĚƚŚĞŶ/ ?ůůĂƐŬǇŽƵƐŽŵĞŵŽƌĞƐƉĞĐŝĨŝĐƋƵĞƐƚŝŽŶƐŝŶƚŚĞĂƌĞĂƐǁŚĞƌĞ/
want to know more later in the interview. 
 
 
Areas to prompt/probe 
 
FOCUS: Getting people to reflect on their everyday life, how cancer is 
affecting the person diagnosed with cancer now and why? 
 
1. The impact they feel cancer has had on the person diagnosed with 
cancer  
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How would you have described X before cancer? How would you describe X 
now? How do you think X would have described themselves before cancer? 
And now? 
 
How did they feel at the 5-year marker? How did you feel? 
 
How has cancer changed how X sees the world and what they believe is 
important? 
 
How do you think the experience of having cancer has affected the way in 
which X currently views life? 
 
2. The meaning they feel cancer holds for the person diagnosed with 
cancer now (and whether this has changed over time) 
 
Has X spent time trying to figure out why cancer happened to them? [Do you 
think they still spend time doing this?]  
 
How much time did X spend searching to make some sense or find some 
meaning in the experience? [Do they still do this?] 
 
3. The impact cancer has had on their relationship 
 
How do you think you have responded to their cancer? At diagnosis and 
during treatment? And now? 
 
What things are different about life now than before X had cancer? 
 
How, as a couple, have you gotten through this experience? What has been 
helpful? What has not been helpful?  
 
4. The impact cancer has on their lives now 
 
Do you feel you have gained or lost anything?  
 
How much good has come out of X having cancer? How much harm has come 
out of it? For X, and in terms of your relationship. 
 
tŚĂƚƉůĂĐĞĚŽĞƐ ĐĂŶĐĞƌŚĂǀĞ ŝŶy ?Ɛ ůŝĨĞ ŶŽǁ ?ŶĚ ĨŽƌ ǇŽƵĂƐĂ ĐŽƵƉůĞ ?ŚŽǁ
does it affect your lives now?  
 
Indicate coming to the end - final questions: 
 
How do you think X views the future?  
tŚĂƚĚŽĞƐƚŚĞƚĞƌŵ ‘ƚŚĞĨƵƚƵƌĞ ?ŵĞĂŶƚŽǇŽƵŶŽǁ ? 
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Appendix 15: Summary Narrative Assessment (SNA) Template 
 
CASE STUDY 1: SUE 
 
Key quotes from narrative 
 
^ƵĞ ?ƐƐƚŽƌǇ 
 
- Socio-demographic and cancer-related information  
- Outline experience of long-term survivorship 
 
 
Survivorship trajectory diagram 
 
Perception of cancer and its causes 
 
Key events in the long-term survivorship phase 
 
Life events/context 
 
Day-to-day impact of cancer 
 
Identity 
x Who was Sue prior to cancer? Who is Sue today? 
x How Sue thinks others perceive her now 
x Cancer identity 
 
Relationships and interactions 
E.g. With healthcare professionals; partner/family, work, friends, cancer 
charities, other people with cancer, etc. 
 
Coping strategies 
 
Place of cancer today 
Triggers/reminders of cancer 
 
Benefits and losses 
 
The future 
 
 ‘^ŝŐŶŝĨŝĐĂŶƚŽƚŚĞƌ ?ŝŶƚĞƌǀŝĞǁ(if applicable) 
 
DǇĚĞƐĐƌŝƉƚŝŽŶŽĨ^ƵĞ ?ƐĞǆƉĞƌŝĞŶĐĞŽĨůŽŶŐ-term cancer survivorship 
x Type of narrative  W ŚŽǁ/ĚĞĨŝŶĞĚ^ƵĞ ?ƐƐƚŽƌǇ ?hŶĚĞƌůǇŝŶŐƚŚĞŵĞ ?Ɛ ? ? 
x ,Žǁ/ƌĞƐƉŽŶĚĞĚƚŽ^ƵĞ ?ƐŶĂƌƌĂƚŝǀĞ 
 
